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Dear Friends and Colleagues 


For more than a year and a half the Hamilton-Wentworth Regional Advisory 
Committee for the Physically Disabled has supported a project to identify long term care 
needs of adults (18 - 64 years) with physical disabilities. The work of the Long Term Care 
Sub-Committee has resulted in the IDEAL Report: Integrating People with Disabilities into 
Every Aspect of Living. IDEAL has been adopted, in principle, by the Regional Municipality 
of Hamilton-Wentworth. 


The lengthy process of dialogue and deliberation involved consumers, service 
providers, care givers and policy makers. Now that IDEAL is available, Regional Staff and 
the Long Term Care Sub-committee are pleased to forward copies to those of you who 
participated in the process, or who expressed interest in the project. 


IDEAL is also available on computer disc or cassette tape. To order these, or 
additional copies of the written Report, please complete the enclosed order form. 


The Implementation Phase of the project is just beginning. In this phase, we will be 
planning specific directions for IDEAL's Recommendations. Moreover, we will be 
participating in the provincial government's consultation for the "Redirection of Long Term 
Care and Support Services". 


We hope that you will find IDEAL to be both timely and informative. As 
Stakeholders in the outcome of Long Term Care Reform, your additional comments after 
reviewing the Report will be most welcome. Please contact Wendy Kowalski of the Social 
Planning and Policy Development Division at 546-4868. 


Yours truly, 


Sv 


Rick Jackman, Chairperson 
Long Term Care Sub-Committee of the 
Regional Advisory Committee for the Physically Disabled 


encl. 


RJ/wk 


"... we’re going to have to learn that people who are disabled and people 
who are injured and people with certain kinds of diseases, they are all 
human beings and they are all part of the same world. We all have to live 
together and we have to find ways that people can do it, without ending up 
in the street with absolutely no reason to be alive. We have to accept that 
everybody is not born exactly the same, some people are born with 
disabilities and life throws things at you. We have to go through life 
together because we are all made of the same stuff, we are all human beings. 
We can’t forget about people in wheelchairs, we can’t forget about people 
with bra damage, we can’t forget about people who are retarded. We 
cannot institutionalize people like they used to... We’ve got to change society 
in a way that as the years come and go and we head towards the future, then 
we are prepared to deal with these elements of human life." 


(Quotation: Consumer Focus Group Participant) 
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The IDEAL Report is the result of the efforts of many individuals. They have volunteered time, 
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from it a mature awareness of the needs of people with disabilities. 
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support and to facilitate a myriad of administrative functions through the life of the project. Independent 
consultant to the project, Barbara MacKinnon, bravely explored uncharted territory to coordinate the 
program of Focus Group meetings, the review of the contributions by consumers, caregivers and service 
providers, and the composition of the report itself. 

Several small working groups of Sub-committee members were convened for tasks such as 
monitoring the research process, coaching facilitators and formulating the Report’s recommendations. 
Appreciation for these additional contributions of time, effort and imagination, goes to Mary Thomas, 
Mike Pennock, Judith Bishop, Stephen Aird, Donna Imeson, Geraldine Copps, Anne Hughes and Vida 
Mazza. 

It has been apparent throughout the project that a major strength of the Sub-committee has been the 
willingness of all members to think broadly and with sensitivity. The recommendations we have arrived 
at have more to do with a dynamic and synthetic interpretation of needs in relation to future reforms of 
the entire service system than with a static inventory of service details. For successfully documenting 
and formulating the words to capture this outcome in the Executive Summary, full credit goes to Judith 


Bishop. 


Essential resources to support the project were provided by the Ministries of Community and Social 
Services and Health, the Regional Municipality of Hamilton-Wentworth and the Social Planning & 
Research Council of Hamilton & District. While Sub-committee members acted as individual rather than 
representational participants, many were supported in their commitment to stay involved by the flexibility 
‘of sponsoring agencies. 

Finally, it must be noted that when the Sub-Committee turned to the community of consumers, 
caregivers and service providers, the community responded with encouragement rather than cynicism, 
generosity rather than shallow self interest, and with hope for the future. I know that all the Sub- 


Committee members will join me in the hope that this report is sufficient return for their commitment. 


Rick Jackman 

Chairperson, Long Term Care Sub-Committee 
of the Regional Advisory Committee for the 
Physically Disabled 
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LONG TERM CARE SUB-COMMITTEE 
BELIEFS 


Services should be tailored to the individual consumer’s needs and aspirations. 
Services should be continuous from birth to old age. 


Planning for the physically disabled should not be undertaken in isolation from planning for all other 
disabilities. 


Services provided locally should be accountable locally. 
Disabled persons are part of the community. 
Disabled persons have the right to the same quality of life as non-disabled persons. 


Planning for any one service, or service sector, must be carried out in collaboration with other 
services, or other sectors. 


The Long Term Care Sub-committee welcomed the statement by the Minister of Community and 


Social Services to the Ontario Legislature on June 11, 1991, outlining four basic principles for long term 


care services. The sub-committee endorsed these principles as additions to its own Beliefs: 


1) 
2) 
3) 


4) 


The primacy of the individual, and his or her right to dignity, security and self determination; 
Promotion of racial equality and respect for cultural diversity; 
The importance of family and community; and 


The right to fair and equitable access to appropriate services, so that people who use the service can 
make informed choices. 


EXECUTIVE SUMMARY 
INTRODUCTION 
Long Term Care Reform 

The proposed reform of services to provide for the long term needs of people who are elderly or 
have disabilities was announced jointly by the Minister of Community and Social Services, the Minister 
of Health, the Minister Responsible for Senior Citizens’ Affairs, and the Minister Responsible for the 
Disabled in June 1989. The proposed reforms were outlined in Strategies for Change: Comprehensive 
Reform of Ontario’s Long Term Care Services, (1990), and subsequently, in documents produced by the 
government regarding the "Redirection of Ontario’s Long Term Care Services” during 1991. 

The Regional Advisory Committee for the Physically Disabled, concerned that there would be no 
local response regarding persons with disabilities to these Long Term Care reform proposals, established 
the Long Term Care Sub-Committee (LTCS) in January 1990. From the outset the seven principles of 
the Strategies Report were accepted: individualization of services, independence and choice by the 
consumer, increased community living options, simplified and integrated service accessibility, support 
for informal caregivers, local planning and management, and affordability! . In addition, there was an 
acknowledgment by the LTCS of the need to examine the impact on the consumer of a wide range of 
services, and not just home-support services 7. Certain principles formed the basis -of the Sub- 
committee’s Beliefs and were fundamental to the development of the Report’s recommendations (see p.v). 

The Sub-committee anticipated that people with physical disabilities between the ages of 18 and 64 
would have very different service needs to support integrated living than would seniors. However, a link 
was established with the Working Group on the Co-ordination of Services for the Elderly in Hamilton- 
Wentworth, a committee of the District Health Council. Links were also established with those concerned 
with children, with groups involved with psychiatric and developmental disabilities, and with the 
multicultural community. 

The policy context within which the LTCS has been working has also shaped the development of 
the LTCS’ recommendations. Within the last three years other major policy documents as well as 


Strategies for Change have been produced by the Ontario Government, including, Managing Ontario’s 


l Strategies for Change: Comprehensive Reform of Ontario’s Long Term Care Services, Toronto : 


1990, pp.13-14. 


2 Long term care Committee, Minutes of the Meeting, January 30 and April 19 1990. 
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Social Services, (April 1988) Provincial-Municipal Social Service Review, (April 1990) Children First, 
(November 1990) and Towards A Strategic Framework For Optimizing Health, 1991. All the reports 


stress local involvement in the delivery of service, but there are contradictions as to the form which this 
might take, and the responsibilities that local municipalities and ministries might have, for the provision 
of services % As many areas remain undefined, recommendations of the IDEAL Report tend to be 


broad rather than specific. 


METHODOLOGY 
The LTCS, from the outset, espoused the concept that consumers should be actively involved and 
participate in the process which would lead up to the development of this report. "The Long Term Care 
Sub-Committee.... is undertaking a community based, consumer oriented study o/ the needs of adults with 
disabilities who live in the Region of Hamilton-Wentworth"*. Hence a focus group method of research 
was accepted, and 20 focus groups of consumers were held. There were also six meetings with care- 
givers and a forum for service providers. A public meeting was held with those concerned with children 
with disabilities. Some Stakeholders were invited to a meeting about planning issues in February, and to 
receive the focus group material and indicate their priorities for change in May. Consumers were invited 
to join the Long Term Care Committee, and five consumers became active members. 

The focus group does not provide, and was never intended to provide, material which is 
quantifiable. For example, the committee cannot claim that 95% of those sampled need more accessible 
housing. However, the focus group method provides an excellent source of information which tells how 


consumers feel about the services they receive. 


OVERVIEW OF RESEARCH FINDINGS 
The major finding is that consumers view the services delivery system as malfunctioning and 
cumbersome. Examples from any particular service area, such as housing, transportation, home support 


services, recreation, and employment, illustrate this. Instead of professionals, caregivers and consumers 


3 Pennock, Mike, "From the Corner Office", The Social Planning and Research Council Community, 
Vol. 6: No. 2, SPRC Hamilton and District, Spring, 1991, p.p. 2-3. 


4 Long Term Care Committee, Statement of Purpose and Goals, June, 1990. 
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working in harmony to meet the integrated daily needs of the consumer, all three must work creatively 
around bureaucratic restraints to provide service. The consumer’s needs may not bear a relationship to 
the service which they can receive. The effect on daily lives of people with disabilities is to create an 
obstacle course of difficulties. For example, mobility is effected by barriers of many kinds. These 
include: slow procedures for the acquisition and repair of wheel chairs; the brief time allowed for 
pedestrians to cross the street at crossings; inaccessible buildings; inadequate ramps on city streets; little 
provision of accessible washrooms in public places; lack of snow removal; inadequacies of transportation; 
and lack of personal income to finance wheel chairs and to convert private vehicles. Responsibility for 
the array of issues is dispersed among different levels of government and the private sector. One 


component of service may be at the expense of another: 


"Another thing I would like to have is those switches that open up the doors 
when you go in the apartment doors. Now, I would have put them in any 
day and, of course, I was told ‘if you want those doors’" (she should move) 
(Focus Group 5, p.3). 


The family unit, of which the consumer is a part, is often ignored by the service provider, causing 
great difficulties to the family. In effect the service delivery system is fragmented, often works at cross 
purposes, and is unable to respond to individual needs, or to work cohesively together to provide an 
integrated system of services. 

Consumers expect a system which has local planning and decision making. Decisions about the 
planning of services presently takes place at various levels. There is individual planning for a single 
consumer in one program; case management across several services; agency planning for an array of 
programs; planning by various community based bodies; and planning at the provincial level by 
ministries. While it is understood that planning will continue to be undertaken at different levels, and 
be built on existing structures,» there remains the problem that there is little overall planning of the 
system as one coherent whole. Among the expectations of consumers are that services should be 


accountable locally, wherever, and at whatever level of government they are funded, and that services 


5. Karen Robinson, Manager, Community Health and Support Services, letter to the Steering 
Committee for the Co-ordination of Services for the Elderly, regarding Co-ordination Model, 
November 26 1990. 
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should be responsive, accountable, comprehensive, co-ordinated and accessible, and work as though they 
are part of one interlocking system (Appendix A). 

The focus group material is also illuminating about other concerns of consumers. Although there 
are consumers who point to gaps in service, for most a major preoccupation is the manner in which 
services are delivered. For example, few consumers ask for vastly improved income maintenance, rather, 
they said that pensions should be provided in a way which does not deter them from seeking employment, 
or from marriage to an able-bodied spouse. Consumers see services as a right and not a charity 


(Appendix A). In seeking services, comsumers encounter discretionary judgements: 


They are deemed deserving or undeserving of pensions, eligible or ineligible 
for services, capable or incapable of work (Research Report p.2!). 


As a result consumers often feel vulnerable, their privacy invaded, and their dignity assailed in a 


demeaning system: 


"They feel judged, labelled and categorized by professionals" (Research 
report, p. 22). 


The use of some services is accompanied by stigma: 


"These here kinds of places or whatever, they’re thought to be lower, you 
know" (Focus Group 5, p.16). 


As another consumer put it: 


"I feel I am being penalized for being chronically ill, and I don’t think that’s 
fair" (Focus Group 18, p.5). 


Consumers express the strong need to be accepted in the community: 


"There’s been this attitude that this is for the disabled and this is for normal 
people and never the twain shall meet. And we’ve got to change this" (Focus 
Group 7, p.24). 


When asked, "If you were going to dream, just lie back and imagine life could be better, what would you 


like to change?" Focus Group members said: 
"To be treated by everybody as a person". 
"As an equal". 


"Work like everybody else" (Focus Group 5, p.24). 


All members of society are potentially at risk of becoming chronically ill or acquiring a disability. 
People with disabilities are not a distinct group, separate from society. Their needs should not be pitted 
against those of non-disabled persons, as all may need the services and modifications to enable 


participation in community life®, 


6. Irving Kenneth Zola, ‘Towards the Necessary Universalizing of a Disability Policy’ The Milbank 
Quarterly, Vol 67, Suppl.2, Pt 2, 1989. 


RECOMMENDATIONS 

The recommendations of this report have been developed by and for those people with disabilities 
who participated in this community consultation. The directions were set by the focus groups, and 
corroborated by the planning meeting in February, and the stakeholders meeting in May. Many of the 
recommendations have wide-sweeping implications, will involve negotiations with different levels of 
. government and in some instances, long range planning. 

As community involvement has been a strong component in the development of this report, it is 
imperative that the community remain involved in the implementation of the recommendations. — 

Whenever possible the LTCS elected to direct its advice to funders rather than to service providers 
even though the responsibility for implementation will ultimately rest with direct service providers. In 
referring to "funders" or to "funding" the recommendations are meant to be addressed to the multiplicity 
of bodies — federal, provincial, regional, municipal and charitable - which singly or cooperatively 
support the mainstream and specialized services used by people with disabilities. Thus, even if there are 
changes in funding mandates or service jurisdictions, the designation of "funder" or reference to 
"funding" in the recommendations will apply to the new arrangements. 

The following three recommendations deal with how the LTCS wants the contents of the IDEAL 
Report processed by Regional Government. 


PROCESS RECOMMENDATIONS: 


1) That a Sub-Committee be established to develop a plan of implementation for the 
recommendations contained in the IDEAL Report of the Long Term Care Sub-Committee and 
that progress Reports be made to the Health and Social Services Committee on an intermittent 
basis; 


2) That the Implementation Sub-Committee forward the recommendations of the IDEAL Report 
to the appropriate funders, policy makers, and services providers for their consideration; 


3) That the recommendations of the IDEAL Report be incorporated in responses made by the 


Regional Municipality of Hamilton-Wentworth to the Province regarding the redirection of 
Long Term Care services. 
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The recommendations below are grouped into four areas: Co-ordination of Services, 


Comprehensive Services, Accountability, and the proposed role of the Service Co-ordination Agency. 


A) Role of Mainstream Services 
Service delivery should reflect the view that people with disabilities are part of the whole society. 


Consumers expect to be able to use integrated services; in the following recommendations they have been 
called mainstream services. These are services which are directly funded by regional, provincial or 
federal governments, and are targeted for use by the general population. They include transportation, 
housing, education, employment, child care, health, income maintenance and recreation. Specialized 
services will also continue to be needed. These are usually sponsored by voluntary agencies with 
voluntary Boards of Directors, such as para-transit, independent living units, and attendant care, and 
which receive 80% to 100% of their funding from government and/or United Way sources. 
Consumers express their strong desire for the same access to, and quality of service from, 
mainstream services as non-disabled consumers (Appendix L). The Mahoney Report, which surveyed 


childrens’ services recommends: 


Mainstream services, including schools, public health units, recreation 
services and child care, should become the pivotal point for organising a 
service response to the entitlement of children. Specialised services must 
organize their activities in relation to these mainstream services through 
formalised linkages’. 


A similar conception of the role of mainstream services is envisaged for people with disabilities. 


It is therefore recommended that: 


4) Allmainstream service providers accept their responsibility towards consumers with disabilities 
and act as a pivot for the provision of specialized services. 


5) People with disabilities be provided the same access to the full range of mainstream services, 
such as child care, recreation, housing, transportation, education employment and vocational 
services, as non-disabled persons. 


7. Ministry of Community and Social Services, Children First, November, 1990, page 55. 
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B) Interlocking and Linked Service Delivery 

Consumers request services which are user-friendly; without gate-keepers and road blocks. They 
expect services to be linked and flexible, and to function as though they are parts of one interlocking 
system. For example, para-transit, adapted taxis and pubiic transportation should be linked within the 
Region, as well as with out-of-town transportation services (Appendix L). 

Often only one component is provided of a co-ordinated total package needed by the consumer. For 
example, wheel chairs can be obtained, but not their speedy repair at reasonable cost. Planning should 
take into account the impact of one service on others. 

To provide this linked service delivery, those who staff services will be required to be more 
knowledgeable about the whole field of services, and the total needs of consumers. Information services 
which already exist in the community, such as DISH, CIS, and the Housing Heip Centre, will continue 


to play an important role. There will be increased need for in-service training and staff development. 


It is therefore recommended that: 


6) Funding be provided to allow local service providers to be linked together by modem, fax, and 
other automated means to access information about each other’s services, vacancies and 
waiting lists. 


7) Funding be provided to service providers in such a manner that recognition is given to co- 
operation and collaboration among agencies. 


8) The funders of local services ensure that there is joint planning for better continuity of service 
over the life span from childhood to old age, particularly from school based to adult services, 
and in the transfer or discharge of consumers from institutions to community services. 


9) The Provincial government consider joint or cross appointments of ministry staff at the local 
level to enhance service collaboration. 


10) Funders include in their proposal criteria that requests for new programs and services 
recognize and identify the impact that the proposed programs or service will have on other 


services. 


11) Funding for the in-service training of service providers be improved. 
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C) Simplification of the Process of Application for Service 
Consumers find it demeaning and frustrating to be continually asked for the same information 


before they can access services. Eligibility requirements are restrictive: 


Too much red tape, and too many levels of government create problems of 
access (Research Report p.30). 


"Say if on welfare, in order to get the disability (pension) you got to get the 
proper write up from the doctor, or else if he doesn’t do the proper write up 
the Family Services doesn’t accept it. That has just happened, so he’s had 
to do another write up and get it clarified by Citizen Action Group, who 
spoke to my welfare worker" (Focus Group 5, p.43). 


A general application form could simplify entry to many programs, whether their use by consumers 
is frequent or infrequent, or the number of programs is few or many. A collection of easily accessible 
personal data is not what is envisaged; this is too intrusive on personal privacy. Rather, the conception 
is of a standard form of general information which, once completed, would be acceptable to all service 
providers. It is expected that specialized service providers might use their own forms in addition to 
gathering general information. Regardless of the implementation strategy used for collecting information, 


control over access to the data must remain with the consumer. 


It is therefore recommended that: 


12) Where specialized services are required and are offered by more than one agency, funders 
ensure that there is one application form for service. 


13) The funders of services provided locally ensure one required application form for the collection 
of general information for consumer’s access to all services. 
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D) Easier Access to Service 
Consumers want an accessible service delivery system, but that does not presuppose that entry has 
to be at any one point. The dangers of a system which is highly centralized, with authority in a few 


hands, are recognized: 


",... it is Big Brother. There’s no doubt about that ... because in the wrong 
hands it could be manipulative. It could be dictatorial and then you’ve got 
one body, deciding who gets everything" (Focus Group 18, p.38). 


Presently access to many services is concentrated in the hands of medical professionals, although 
issues facing the consumer may not be essentially medical. Consumers complain tliat a doctor’s signature 
is required for a service, of which the doctor might have little professional knowledge. 

Gate-keepers’ restrict entry to services. Screening may be necessary when resources are limited, 
and consumers accept that cost effectiveness and prioritizing of needs are legitimate goals for service 
delivery (Appendix A). However, the present disjointed nature of the system of service delivery acts as 
a restraint on the use of service; consumers sometimes feel they have service by good fortune rather than 


by good management. 


It is therefore recommended that: 
14) There be many points of access for the consumer to the interlocking service system. 


15) A broader range of professionals, in addition to physicians, have the authority to refer and 
initiate access to services. 


16) A review of referral practices to services and programs be undertaken to determine where 


medical authority is essential. 


E) Co-ordination to the Individual or Individual and Family Members 


Consumers have difficulties in attempting to juggle the timing of support services: 


"You’d better be careful.... You don’t get all of these services, all you do ail 
day is sit at home and wait for your services" (Focus Group 7, p.33). 


Services need to be co-ordinated in their delivery to each individual consumer. Consumers need 


to be more involved in this co-ordination to ensure that services match the disabled person’s needs and 
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life-style. In addition, workers who see consumers frequently, and who appreciate their needs first hand, 
should play a role in decision making. 

Families with disabled members would like the same choices as families without disabled members. 
Families want no major disruptions when disability enters their lives; they want. to to live in the same 
commaunity, and have the same life syle and social activities. Instead, after the onset of a disability, 
caregivers describe a reduced quality of life for themselves and family members. Some must leave 


employment and lose valuable income to give care. Social activities are frequently curtailed: 


"We pretend we are going out to a restaurant. We have nice wine and food 
once a week; this is our evening out" (Caregivers Focus Group 2, Nov. 29). 


Support services to the family are seen as insufficient. Overall the LTCS was impressed with the 
heavy responsibilities which fall on family members, including children. Expectations that family 
members could carry more responsibilities are seen as unrealistic. Service delivery should be aimed at 
easing the burden of care from the informal caregiver. 

Difficulties also arise when attention is given only to the member who is disabled, rather than to 
the needs of the family as a whole. For example, adaptations may be made to the house for the member 
who is disabled, which fail to take into account the family’s life-style, or the need for privacy of family 


members. 


It is therefore recommended that: 
17) Consumers should be involved in all decisions affecting themselves. 


18) Formal and informal caregivers, and other workers who see the consumer frequently, should 
be involved in decision making about service delivery along with the consumer. 


19) In a family unit, services to a consumer should co-ordinate with and be responsive and 
sensitive to the family’s structure, life-style and needs. 


20) Where there are several services being provided to the family unit or a disabled person, one 
service provider should take responsibility for co-ordination. It should maximize the individual 
consumer’s control and choice in planning and organizing services, and be sufficiently flexible 
to provide the least possible disruption to the individual’s functioning and decision-making, 
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Consumers want their total needs--social emotional, physical and intellectual--to be considered by 
service providers. They desire continuity of provision from youth to old age, which is also strongly 
expressed by the Hamilton-Wentworth Long Term Care Children’s Issues Group®. 

They look for a range of service provision within each service area, such as a variety of 
accommodation options including modified family-owned homes and rented accommodation and 
independent living units. They expect different levels of care to be available from minimal to twenty-four 
hour support services. Some focus group members expressed satisfaction with or a desire for segregated 
accommodation, employment, recreation and transportation services; others were adamant that they would 
only consider integrated services for themselves. Clearly a range of placements from segregated to 
completely integrated needs to be provided. A variety of ways of delivering services is wanted, from 
those who would like to have individualized funding to purchase service, to those who accept current 
methods as long as services are accessible, co-ordinated, and responsive to consumers’ needs. Presently 
neither the range of services or the variety of service delivery are available. If these things are to 
happen, many mainstream and specialized service locations will have to become physically accessible. 


Consumers want easy access to services dependent only on need, but most experience barriers: 


"You’re not either disabled enough or whatever; if they can’t see it then 
you’re not disabled" (Focus Group 5, p.16). 


Services are sometimes linked to a location, ie: consumers must live in a particular geographic area, 
or in a particular type of housing, or attend a particular program. 
Sometimes eligibility for one service jeopardizes the pursuit of other services. For example, pension 


requirements may deter consumers from seeking education, retraining and employment. 


8. The Hamilton-Wentworth Long Term Care Children’s Issues Group was formed after a public 
meeting sponsored by the Long Term Care Committee, and produced a report: Long term Care and 
Child and Family Issues.. May 1991 (available in the office of the Regional Clerk). 
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It is therefore recommended that: 


21) A spectrum of services with a variety of delivery methods be available to consumers with 
disabilities. 

22) Locations of service delivery should be physically accessible to people with disabilities. 

23) Eligibility criteria should be revised so that the provision of a service should be tied to 
consumers’ needs, not the cause of the injury or complaint, or the medical diagnosis, and 


should be provided regardless of educational, marital and occupational status, place of 
residence or source of income. 


24) The recommendations of the SARC Report? relating to eligibility for pensions be acted upon. 


A) Involvement of Consumers 

Consumers feel that services are not accountable to them. For example, complaints about 
transportation services appear to go unheeded; those who set service priorities are not identified and they 
often do not seek consumers’ in-put. Services should be responsive to the on-going and changing needs 
of consumers. Sometimes narrow program guidelines lead to unwanted services or overkill’. One 


consumer: 


wanted help in renovating the main floor of her home so it could 
accommodate her laundry. However the professional who visited her could 
only authorize the installation of an elevator to get her to the basement 
laundry 

(Research Report p.21). 


Consumers request that their in-put be sought in a variety of ways, individually and collectively, 
as active partners in the provision of service. Service providers must actively seek consumer involvement 
through appointments to voluntary Boards of Director, and participation in program evaluations, services 


reviews and surveys of consumer satisfaction. Further, consumers must be apprised of service mandates, 


9. Ministry of Community and Social Services, Report of the Social Assistance Review Committee, 
Transitions, Toronto: Queen’s Printer for Ontario, 1988. 
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terms of reference, names of the Board of Directors, terms of appointments and manner of election, the 


complaints and appeals process, and consumer advocacy groups. 


It is therefore recommended that: 


25) Funding of specialized services for persons who are disabled should be linked to proven 
involvement of consumers in the planning, evaluation, and quality management practices of 
the service provider. 


26) Each local mainstream service which provides service to the disabled should be mandated to 
have an advisory committee with members who are people with disabilities. 


B) Information 
The current system of service delivery is not broadly known or well understood; many consumers 


do not know what is available, how to access service, or to what they are entitled. 


It is therefore recommended that: 


27) A Hamilton-Wentworth consumer’s guide be made available; to include information about 
mainstream and specialized services for people with disabilities, and to be updated regularly. 


28) Every service provider to the disabled in the Hamilton-Wentworth Region furnish a central 
repository, such as DISH, with a copy of its brochures, annual reports and evaluations on an 
on-going basis. 


C) Standards of Service 

Provincial and local standards of service are needed (Appendix A). Local needs and preferences 
should determine service availability. Provincial standards should be concerned with general standards 
relating to service provision. For example, attendant care workers should perform work in the same way 
across the province. However, standards of service availability should be determined by local needs and 


preferences. 
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It is therefore recommended that: 


29) Provincial standards for all services and programs for people with disabilities be developed as 
soon as possible, with in-put from organized consumer groups, provincial associations 
representing service providers, the Ontario Advisory Council for Disabled Persons, and the 
Office for Disability Issues. 


30) Quality management programs, with consumer input, be developed by each service provider 
to ensure compliance to provincial standards. 


31) Funding be provided for the development of quality management programs in local services. 


D) Planning Response to Needs 

Services should be responsive to the changing needs of the community. The focus group material 
underlined that consumers perceive there are inadequate services. Several groups felt that their needs 
were not recognized; others felt that they had failed to get service because they did not fit a defined 
disability, or straddled several categories. Accessibility to service is restricted by supply: 


someone may have to die before a vacancy may arise 
(Research Report p.47). 


At present, for planning purposes, there is no way of determining what specific needs in the future 
will have to be addressed. Local demographic information is needed about groups and levels of 
functioning. Some data has already been collected, such as the local MR data base compiled and 
maintained by AATD. There is also the information maintained by Boards of Education concerning 
identified exceptional pupils. The work of the Health Priorities Analysis Unit of Chedoke-McMaster and 
the Department of Health might be a model to build on and follow. 


It is therefore recommended that: 


32) A community-wide data base be compiled and maintained of local people with a range of 
disabilities as defined by the World Health Organization. 
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In this report it is recognized that co-ordination takes place at many points, within and among 
organizations since: "successful inter-organizational relations are critical to the implications of almost 
all public policies"! 0. Only when services see themselves as part of an interlocking system, rather than 
isolated self-sufficient components, will consumers be provided with the comprehensive and co-ordinated 
delivery system they require. It is within this inter-organizational network at the local level that a service 
co-ordinating agency has a major role to play. 

Provincial Long Term Care proposals describe a Service Co-ordination Agency (S.C.A.) with 
a very broad mandate, but the dangers of a co-ordination agency which could act as a super gate-keeper’, 
were articulated by consumers. It could allow other agencies and services to ignore their responsibility 
for service co-ordination, and a major thrust of this Report has been to stress that responsibility. Most 
recommendations of this Report will need to be implemented by provincial and regional governments, 
rather than aS.C.A. It would be unfortunate if a service co-ordinating agency did not work with, and 
build on, existing planning and organizational structures in the community. 

However, the LTCS acknowledges that a S.C.A. can be of benefit to consumers if its role is 
carefully defined, it is locally accountable, and it does not inhibit community-wide planning and delivery 
of services. 

What should be the role of a service co-ordination agency? This report recommends that it is 
not that of assessment, admission, or in-take. It is not to be another layer in the wedding-cake-tiers of 
services, restricting entry from one level to another. Rather, it is envisaged that the agency will act as 
a guarantor to the consumer of information and referral, an instigator and monitor of co-ordinating 
structures within the community, and the collector of data for the planning of future provisions for people 
with disabilities. Some of these activities will involve playing an ombudsman type role. 

A service co-ordinating agency should be accountable, in the same way that this report has 


recommended that all other agencies and services be accountable. 


10 Scmidt and Kochan "{nter-organizational Relationships, Patterns and Motivations", 


Administrative Science Quarterly 1977, Vol.22, pp.220-234. 
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It is therefore recommended that: 


33) 


34) 


The proposed Service Co-ordination Agency reflect, in its development and operations, the 
recommendations of the IDEAL Report. 


The proposed Service Co-ordination Agency have strong accountability to local 


government so that the needs of consumers can be met and its operation can easily be 
linked to existing service and planning operations of the Regional Government. 
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APPENDIX A 


STAKEHOLDERS’ MEETING - A Summary submitted by J.Bishop to LTCS May 22/91 


We Over-riding issues: 
a) Disabled persons should have the same quality of service from generic services, such as 
transportation, education, housing and recreation services, as non disabled persons. 
b) A range of service provision is required within each service area. 
c) The whole needs of the user of services, emotional, physical, intellectual and social, have 
to be considered by service providers. 
d) Services and resources should be portable and not tied to a location. 
e) Services should respond to individual needs. 
f) Services should be accountable. 
Zz. Advocacy: 


- consumers need to unite and organize; 

- advocates need to be informed; 

- consumers need to be educated to become self-advocates; 

- consumers need to be included on agencies’ boards; 

- legislation is needed to address client consent of vulnerable adults. 


ois Transportation: 
- linked with in and out of town services, integrated between para-transit, taxis and public 
transportation; 
- accountable to the consumer; 
- study effectiveness of current transportation services. 


4. Housing: 
- greater range of housing options needed; 
- more accessible family housing for rent; 
- more funding to modify owners’ homes; 
- higher quality of standards for Second Level Lodging Homes; 
- no bachelor’ units. 


Ds Income: 
- provide incentives for the disabled to take training, education, and employment; 
- provide more income to disabled persons living with their families, and married to non disabled 
persons; 
- more individual control over funds; 
- provide incentives to employers to hire disabled persons. 
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Delivery of Services: 
- improve co-ordination; 
* find creative ways to combine services; 


* link together the components needed for complete service, (eg: day program plus 


transportation); 
* one stop assessment; 
* a generic application from for services; 


* simplify; 


- individualized programming; 

- eliminate waiting periods; 

- continuum of options; 

- attention to rural needs; 

- some needs are still not being met, (eg: Praeder-Willis syndrome). 


Environmental Accessibility: 

- automatic doors in public places needed; 

- services such as doctors, dentists should be accessible; 

- warning devices for visually impaired and hard of hearing; 

- buildings inspected to see (that they) meet acceptable standards for accessibility. 


Home Support Services: 

- Respite care for informal care-givers; 

- prevent urn over of trained, sensitive, staff; 

- more creative and flexible service; 

- co-ordination of repair of devices; 

- recycling of equipment; 

- attendants for leisure, shopping, employment, in group homes; 
- more support services for informal care givers. 


Education: 
- the following need to be better informed about disabled persons: 
* professional care givers, service providers, health care providers; 
* the public generally; 
* employers; 
* architects, contractors, building inspectors; 
- Care givers and consumers need to (be) educated about their needs and the needs 
disabled persons. 


Information: 
- central and well publicized service needed; 
- information tied to advocacy. 


Vocational Rehabilitation: 
- improve education and training to counsellors. 
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of other 


PLANNING MODEL - General Philosophical Approach 
Services should be: 


- aright not a charity; 

- promoting the acceptance of those who are different; 

- planned and accountable locally, possibly with general provincial standards; 
- constantly evolving. 


Services Within An Ideal Planning Model Should Be: 


1. Accountable through: 
- appeal process; 
- evaluation of services; 
- input from and feedback to the users of the services; - 
- identification of decisionmakers; 
- information publicly and easily available. 


2. Responsive: 
a) to the changing needs of the users including: 
- seeking their input in a variety of ways; 
- involving them both individually and collectively as active partners in the provision of service; 
b) to the changing needs of the community; to plan for future projected needs. 


3. Co-Ordinated: 
- an interlocking network of services; _ 
- service providers facilitating referrals to other services when appropriate. 


4. Accessible: 
- user-friendly 
- without physical, geographic, language, or racial barriers; 
- remove "gate-keepers” of services; 
- understandable to all Stakeholders; 
- services fit the needs of the user. 


5. Comprehensive: 
- spectrum of service; 


- generic and specialized services; 
- variety of methods of delivery including some user directed services; 


6. Cost Effective 
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IDEAL: Integrating People with Disabilities into Every Aspect of Living 


CHAPTER 1 


INTRODUCTION 


BACKGROUND 


On June 7th, 1989, the Minister of Community and Social Services, the Minister of Health, the 
Minister Responsible for Senior Citizens’ Affairs and the Minister Responsible for the Disabled jointly 
announced plans to reform long term care services for people who are elderly or who have physical 
disabilities. The proposed reform of the services system was further articulated in the publication 
"Strategies for Change; Comprehensive Reform of Ontario’s Long term Care Services” (1990). 

The “Strategies Report” outlined the Government’s intention to build an integrated service system 
based on existing in-home community support and long term care facility services already in place in the 
Province of Ontario. 

The government stated reform was needed to allow users of the system better access to services. 
Current programs are not well integrated, similar programs receive dissimilar funding and policy and 
legislation are often confusing. Services are difficult to access. People need more home-based services 
and they want to participate more in the planning for, and management of, their personal needs. To 
quote the report: 


The primary goal of long term care reform is to promote the well being of Ontario residents 
through a coherent well managed system of community care and support. 


Seven principles of reform were to guide this work: 


Individualization of services 

Independence and choice by the consumer 
Increased community living options 
Simplified and integrated service accessibility 
Support for informal caregivers 

Local planning and management 
Affordabilit 


ae aaron omic 
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The "Strategies" Report was intended to integrate services for senior citizens and for physically 
disabled adults. In our community, the District Health Council and Regional Government had jointly 
sponsored the "Working Group on Co-ordination of Services for Seniors’. In May 1990, this group 
produced a report focusing on long term care reform as it relates to seniors.2 Another report, "Mapping 
the Way to the Future for the Elderly" released in October 1988 by the Region, had already paved the 
way for their work.4 

When the "Strategies Report" was released, the Hamilton-Wentworth community, through the 
Regional Advisory Committee for the Physically Disabled (RACPD), began to study its implications. 
As no previous research had been done, community needs were unclear. The Advisory Committee 
agreed to begin a community dialogue which would lead to the development of :ecommendations for long 
term planning to meet the needs of persons with physical disabilities. 

The Long Term Care Sub-Committee (LTCS) was therefore struck in January 1990.° This 
committee reviewed the "Strategies Report” as well as several other reports relating to independent living 
for adults with disabilities. 

One of the strongest comments from the LTCS was that long term care must be understood within 
a broad, and comprehensive perspective, in order to account for the continuity. of individual and 
community needs in many areas of daily living, including education, employment, recreation, culture, 
housing, transportation, and personal, social and health services. The committee felt that individual needs 
must be seen within a life-long continuum, not broken down into age or diagnostic groupings; it wanted 


to explore long term care needs of disabled adults within the broadest scope possible.” 


MANDATE OF THE LONG TERM CARE OMMITTEE 

The LTCS established several goals: 

1. To inform the community about the long term care reform initiative of the provincial government. 
2. To conduct a survey of the needs of disabled adults within the Hamilton community. 


3. To bring people together to arouse interest in the consumer population to become involved in the 
Long term Care Reform process. 


4. To develop a model of community based planning.® 


The committee thought it could best accomplish these goals by starting with goal 2, a survey of 
needs, using a participatory group method. This method would lead to the accomplishment of goals 1 
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and 3: informing the community of the provincial’s long term care initiative and involving the consumer 
population in the reform process. Further, the committee planned to focus on goal 4 after the broadest 
possible survey of the needs of the disabled community had been achieved. 

To facilitate its work, a Project Co-ordinator was hired by the LTCS in September 1990. A 
description of the Project Coordinator’s job and budget for the project are included in Appendix B. 


PE OF THE LONG TERM CARE CO NEEDS PROJECT 
To conduct the survey of the needs of disabled adults the LTCS determined the following terms of 


reference: 


1. The study would focus on those 18 to 64 years of age. It was recognized that the continuity 
of services from adolescence to adulthood and in the transition years of 55-64 would need 
special attention. 


2. The emphasis would be on those with physical disabilities: mobility, sight, hearing and 
cognitive difficulties. Adults with multiple disabilities would be included in the needs survey. 


SE Input from disabled consumers, informal caregivers (family, friends and neighbours) and 
service agencies would be sought. 


4. This survey would focus on a broad range of needs inoliding educations employment, income, 
recreation, culture, housing, transportation, attitudes, personal care, social services and health 
services. 

Of significance was the emphasis on the participatory, focus group method to identify community 
needs. While more time consuming than standard survey methods, it was intended that the LTCS study 
would achieve a richer, more dynamic description of needs if the researchers could hear from consumers 
of services, and from those providing unpaid, informal care. Therefore, great effort would be needed 
to contact consumers and informal caregivers as they may be isolated, overburdened, unable to attend 
Meetings, be unused to taking part in this type of process or not be part of a formal network through 
which they could be easily contacted. 

Although mandated through the RACPD to survey needs of physically disabled adults, the LTCS 
would also contact groups working with the developmentally and psychiatrically disabled, learning 
disabled adults, disabled children and the multicultural community. These contacts were intended to 
ensure a broad community assessment acknowledging the perspectives of groups who were not the 


primary focus of the research. 
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1. Ministry of Community and Social Services et al. (1990). Strategies for Change: Comprehe 


Reform of Ontario’s Long Term Care Services, Toronto, Ontario, Queen’s Printer for Ontario, p.3. 
2. Ministry of Community & Social Services et al. (1990). op.cit. pists. 


3. | Hamilton-Wentworth District Health Council (1990). The Re f the Working Group on Co- 
ordination of Services for Elderly in Hamilton-Wentworth 


4. Regional Municipality of Hamilton-Wentworth and the Hamilton-Wentworth District Health 


Council (1988). Services for Seniors Study: Mapping the Way to the Future for the Elderly: 
Report of Findings and Recommendations. 


5. Regional Advisory Committee for the Physically Disabled. Minutes of the Meeting, December 
1989. 


6. Ministry of Community and Social Service (1988). Independence and Control: Today’s Dream, 
Tomorrow’s Reality, Toronto, Ontario, Queen’s Printer for Ontario. 


7. Long Term Care Sub-Committee, Minutes of the Meeting, January 30 and April 19, 1990. 


8. Long Term Care Sub-Committee. Minutes of meeting, January 30, 1990 and March 21, 1990 
(Background information titled "Long Term Care Community Planning - Draft" March 20, 1990). 


9. Long Term Care Sub-Committee Minutes of the Meeting, April 24, 1990 and Working Group 
Report, April 19, 1990. 
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CHAPTER 2 
METHODOLOGY 


This chapter will outline the methodology used in the needs survey by defining the term 
"disability", outlining the demographic information available and describing the processes involved in 


collecting information. 


DEFINITIONS 
Throughout this work the LTCS adopted the definition of disability put forward by the World 


Health Organization: 


any restriction or lack (resulting from impairment) of ability to perform an activity 
in the manner, or within the range considered normal for a human being... 10 


There was no effort to stipulate either how long the disability had been experienced or the severity 
of functional limitation. Participants self selected themselves as “disabled” and were not assessed for 


inclusion or exclusion in this study. 


Accurate statistics on the community of disabled adults living in the Region of Hamilton Wentworth 
are difficult to establish. The most recent data available is from the Health and Activity Limitation 
Survey (HALS) of 1986. This information is summarized in Table #1. 


TABLE #1 


Age Distribution of the Disabled 
Region of Hamilton-Wentworth 


Number ef Oleabied in Thoveande 
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The HALS Survey indicates 23,050 disabled people between the ages of*15 and 64 live in private 
households in the Region. There were 1335 individvais between 0 - 14 and 14,785 over the age of 65. 
Of the group, 15 to 64, 8,680 persons live alone. : 

Six categories of disability were designated in the HALS survey: mobility, agility, seeing, hearing, 
speaking, other (e.g. learning disabled, emotional or psychiatrically disabled, developmentally delayed). 


TABLE #2 


Nature of Disability by Age 


Region of Hamilton-Wentworth 1986 


Number of Disabled in Thousende 


Table # 2 indicates the nature of disabilities for those 15-64 years old. Within the Region 17,430 
people reported mobility limitations, 15,405 reported agility problems, 2,385 reported seeing problems, 
3,170 reported hearing problems, none reported speaking problems and 6,020 reported others. 

Within the population that concerns us, ages 15-64, the HALS survey indicates that there is almost 
a one-to-one male to female ratio of disabled adults. 

There are several points that one must consider when looking at these statistics. For the purpose 
of our study, our population was between the ages of 18 and 64, not 15 to 64 as used by the HALS 
survey. As well, our study did not specifically include people with learning disabilities, psychiatric or 
emotional disabilities, nor those whose primary diagnosis was developmental delay. In our sample we 


Page 6 


IDEAL: Integrating People with Disabilities into Every Aspect of Living 


included people who live in Institutions, whereas the HALS survey is based on the population living in 
private households. The HALS survey was last completed in 1986 and is therefore five years old. Other 
reports have noted that the definition of disability in the various categories defined in HALS, may not 
have been clearly interpreted by the respondents to the survey. As well, it should be remembered that 
the HALS Survey was based on a Canada wide questionnaire to 112,000 individuals who responded to the 
1986 Census indicating that they were disabled. The results of the HALS survey are therefore estimates 


based on actual sampling of the disabled population. 


DATA COLLECTION 

The overall Community needs project was designed to bring people together to discuss and develop 
a community based understanding of how to address the needs of persons with physical disabilities. The 
project was broken into activity phases: 

Needs Assessment 

Prorazing of Needs (Stakeholder’s Meeting) 

Strategizing Ongoing Community Planning 

Networking | 


NEEDS ASSESSMENT 


This phase involved outreach and dialogue in three separate sectors of the community using a focus 
group methodology: A) consumers of services, (persons with physical disabilities), B) informal 
caregivers and C) service providers. 

The focus process is a method of qualitative research, using action research principles. It involves 
the community in a consultation process to identify needs and to give depth and clarity to specific 


I] 


problems. It has been suggested that the focus group methodology works better under certain 


conditions, when: 


a) there is an information vacuum; 


b) there is a need to understand the basis of consumer motivations, beliefs, attitudes, 
priorities, anxieties, "hidden agendas’, patterns of perceptions, desires and the like; 


c) boiling down’ of several alternatives to a few basic ones is important; 
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d) it is used as input to the creative process; and 


e) the subject matter is too subtle for direct questioning through standard survey research 
techniques. 
A) CONSUMERS OF SERVICES: 

Since the LTCS wanted a study process which would encourage the involvement of adults with 
disabilities in planning future community directions, the participatory focus method was especially 
suitable. 

The format encourages participants to focus on a given topic or problem, aided by one or more 
group facilitators, in an atmosphere where concerns about the strengths and weaknesses of existing 
services may be shared openly. The resulting discussions provide rich and detailed information which 
would be missed by interviews or questionnaires. 

The focus group method brought together many consumers with disabilities to share common 
concerns and stimulate creative problem solving. 

Between August 1990, and December 1990, twenty consumer focus groups were held. One 
hundred and three people participated in the groups. They were recruited by two methods: referral (71 
people) and self selection (32 people). 

Agencies who work with adults with disabilities in the Region were contacted in writing and 
requested to circulate information concerning the focus group process. (Appendix C). Members of the 
LTCS and its parent body, The Regional Advisory Committee for the Physically Disabled, circulated 
information to consumers to encourage them to participate. The Project Coordinator followed up with 
phone calls to several agencies to encourage recruitment, and spoke to one consumer group to elicit 
participants. As well, four agencies, PATH Employment Services for the Disabled, United Disabled 
Consumers (UDC), McMaster University and Mohawk College’s Special Needs Services, facilitated 
mailings to their clients. 

Members were also self selected as the committee advertised through the local radio station and on 
the local cable television network under the community bulletin announcements. An article appeared in 
the Hamilton Spectator which invited adults with disabilities to participate in the process. (Appendix H). 

Those recruited were assigned to focus groups. Groups were held throughout the Region in 
community agencies (8 groups), hospitals and rehabilitation facilities (3), in private homes (1), in a school 


(1), and in the Hamilton Public Library (7). Most people communicated verbally although a few 
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consumers participated using technical communication devices. English was the language used in all the 
groups. 

Participants were asked to volunteer their names, addresses, phone numbers, ages and a description 
of their disability. This personal information was used to invite their assistance in prioritizing needs at 
the Stakeholders’ meeting. 

Each group lasted approximately two hours. Members were invited to sit in a circle. Each group 
was asked permission to be tape recorded. The tapes were later transcribed. Most groups had two group 
facilitators, neither of whom had professional involvement with the focus group participants. Facilitators 
were given instructions as to what their role would be, and were asked to encourage consumers to 
describe their needs as completely as possible (Appendix D). Facilitators were members of the LTCS 
and interested volunteers from the community. 

Participants had been told that the question they were being asked to consider was, "What do you 
need for a good quality of life" /3 They were encouraged to think about this topic before coming to 
the group. Most groups had a copy of a list of topics that the group might consider, but to which they 
were not limited. 

When focus group tapes were transcribed, names of all participants were kept confidential. Each 
focus group transcript was analyzed by three people: one of its co-facilitators, one other LTCS member, 
and by the Project Co-ordinator (Appendix E). The Project Co-ordinator then collated the ideas from 


each of the sixty analyses and identified patterns or themes that were reported. 


LIMITATIONS OF THE CONSUMER FOCUS GROUP PROCESS: 


1) There was no consistency of time or place between groups. Groups were held in different locations 
at different times of the day and evening (Afternoon = 14, Evening = 5, Morning = 1); 
participants were offered a choice of time, unless the group was agency based; meetings were 
scheduled at times and in locations that were convenient for the para transit system, to 
accommodate transportation needs. 


2) | Membership of the groups was not standardized, either by age, diagnosis or sex (47 males, 56 
females). Some groups were composed of adults with similar disabilities (4 groups), while other 
groups were composed of adults with varying disabilities (16 groups). Some participants knew each 
other personally, others were complete strangers to each other. The distribution of age, sex and 
diagnosis of those involved is found below. 
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TABLE 3 
CONSUMER FOCUS GROUP PARTICIPANTS 


N = 10 
AGE OF CONSUMER FOCUS GROUP PARTICIPANTS 


TABLE 4 
DISABILITY OF CONSUMER 


- FOCUS GROUP PARTICIPANTS 


Multiple Sclerosis 
Hearing Impaired | 
Psychiatrically Disabled 


| * Other = 1 each of Spinal Meningitis, Epilepsy, 

Respiratory Problems, Connective Tissue Disease, § 
Orthopedic, Cystic Fibrosis, Spina Bifida, 
Praeder-Willi Syndrome, Friedrich’s Ataxia. 
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3) 


4) 


5) 


6) 


This sampling of the population of adults with disabilities may not be reflective of the whole 
community; many agencies circulated information to their membership, other agencies hand selected 


participants. 


The process did not elicit participation from some sectors of the community. People with hearing 
disabilities, despite agency support, preferred to document their concerns in writing, rather than 
to participate in focus groups. As well, there was no input from consumers of services who are 
non-English speaking. 


There were several facilitator related biases in this research. Each facilitator received a written 
handout describing the facilitator role (Appendix I), but facilitation skills were not taught. Efforts 
were made to pair facilitators: one who had experience with leading a focus group previously, with 
one who was co-facilitating a first focus group. As there was an unequal number of male and 
female facilitators, co-leadership by each sex was not always possible (14 groups female facilitated, 
6 groups co-facilitated). Also, facilitators had a different partner for each group they moderated. 


Facilitators related to the focus groups in a manner reflecting their own personal and professional 
experiences. Some did not probe sufficiently to stimulate clarification of ideas by the participants. 
Some were prone to giving their own views and interpretations of what was said. In analyzing the 
tapes, these differences were noted. Interpretations made by facilitators, unless supported by focus 
group participants, were not included in the results. 


STRENGTHS OF THE CONSUMER FOCUS GROUP PROCESS: 


i) 


2) 


3) 


4) 


A focus group process would insure that the users of the system were stating their own beliefs and 
attitudes. As the intensity and personal nature of the issues would be vividly communicated, it was 
thought that the results would have greater credibility. This would not be a standard survey process 
but rather one that was not intimidating to participants as there were no questionnaires, no writing 
or other research requirements. 


Sectors were separated to ensure participant comfort and encourage open, unrepressed discussion. 
Had sectors been mixed at this stage, some group members might have perceived power differences 
and suppressed their coments. Segregation at this stage revealed a broad range and deeper scope 
to identified needs. 


Through advertising, press coverage and word of mouth, an increased awareness was developed 
in the wider community of Hamilton-Wentworth of the needs of the disabled and of the efforts 
made to reach out and hear their opinions. As a result, some people phoned in their comments 
about needs when they were unable to attend a focus group (Appendix F). 


LTCS members who participated in this project reported an increased awareness of the issues, 
including awareness of the day to day frustrations experienced by disabled adults. Consumers who 
came to the focus groups were encouraged to become involved by joining the LTCS itself. 
Consequently, the membership of the LTCS reflected an ever increasing knowledge of consumer 
and service provider view points. 
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5) | The methodology was that it was cost effective. No facilitators were paid and LTCS members’ 
time was volunteered. 


6) The process was inclusive of adults with all types of physical disabilities and of all degrees of 
severity of disability. 


B) INFORMAL CAREGIVERS: 


The Focus Group methodology was again used to engage informal caregivers. Informal caregivers 
were defined as personal friends or family members -who-provide unpaid assistance to persons with 
disabilities. Most often personal care was given in homes but, occasionally, caregivers assisted with 
relatives placed in institutions. Caregiver tasks might include assistance with getting in and out of bed, 
personal hygiene, dressing, meals, transportation, house chores and negotiating with the "system" to 
obtain information or services. 

Focus Groups for caregivers were held on November 29, (afternoon), and December 4, 1990, 
(evening) at the Hamilton Board of Education building. On January 23, 1991, (afternoon and evening) 
sessions were held in the Hamilton Public Library on York Street. Thirty five people participated in six 
groups. They were recruited by referral and self selection. | 

A flyer advertising the first two dates was mailed by the Social Planning and Research Council to 
a list of health and social service agencies in the Region (Appendix C) and to participants in the consumer 
focus groups. Community service advertisements were placed in local municipal newspapers, on Cable 
Television and on local radio. Some LTCS members contacted caregivers to invite their participation. 

Participants of the groups held January 23, 1991, were recruited somewhat differently. The same 
agencies were re-contacted, however, this time by telephone. The date, time, purpose and reason for the 
focus groups was explained to each agency. Written information was only sent to those agencies who 
requested it. As well, all consumers who had participated in focus groups were telephoned and asked 
to relay information about the Caregiver Focus Groups to their families and friends. Local newspapers, 
radio stations and cable television were again informed of the January 23rd sessions. 

The Focus Group methodology was the same as used for the consumer groups. Members were 
informed ahead of time that they would be asked the question "What do you and your relative need for 


a better quality of life?” The participants were asked to give their name, address and telephone number 
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and a brief description of their disabled relative so that the information could be compiled for this report 
and so that they could be invited to the Stakeholders’ Meeting. | 

A significant difference in severity of disability was noted. .Caregivers attending the groups 
indicated that their relatives had multiple or physically incapacitating conditions; whereas consumers 


indicated their disability was less severe. This difference may be the result of three possibilities: 


1) consumers with severe disabilities were not represented in focus groups; 
2) consumers may have self reported less severe disabilities or, 


3) caregivers provide chronic care assistance to persons unable to represent themselves. This latter 
point is important because it reflects the hard work of relatives with persons with disabilities at 
home, or the isolation of persons from their family if institutionalized. 


Each group lasted approximately two hours. Five out of the six groups agreed to be tape recorded, 
while the sixth group was concerned about confidentiality and refused taping. During that group, extra 
members of the LTCS made notes of the content of the group. All groups were co-facilitated by 
members of the LTCS. 

None of the caregiver group discussions were transcribed. Written notes were made at each session 
by one or more LTCS members and used to supplement the tape recordings. Additional notes were made 
when the tapes were reviewed by at least one facilitator from each group. The Social Planning staff 


person then reviewed all caregiver tapes, and identified themes using all available notes. 


LIMITATIONS OF THE CAREGIVER FOCUS GROUF PROCESS: 


Several weaknesses of the methodology have been described earlier under the discussion of the 
Consumer Focus Groups: 


1) Groups were, again, held in different locations and at different times of the day and evening, 
(Afternoon = 3, Evening = 3). There was no effort to control the environment or the lay out 
within each room, or to streamline members into particular groupings. 


2) _ All groups represented a broad range of disabilities. (see below) Ten men and twenty five women 


participated, however two of the women were in fact service providers, not informal caregivers, 
and were, therefore not included in the results. 
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TABLE #5 
Caregiver Focus Group Participants 


N23 


AGE OF FAMILY MEMBER WITH A DISABILITY 


TABLE #6 
SEX OF CONSUMER 


FOCUS GROUP PARTICIPANTS 
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TABLE #7 
DISABILITY OF FAMILY MEMBER 


| isapmury | NUMBERS _| 
| Cerebral Vascular Accidents (Suoka) | 5 | 
[Multiple Sclerosis | 4 
[Spinal Cord injury | 


Acquired Brain Injury 


” Other = 1 each of Praeder Willi Syndrome, Muscular 
Dystrophy, -Cancer, Friedrich’s Ataxia, and 
Spina Bifida 


TABLE #8 
SEX OF CAREGIVERS 


FOCUS GROUP PARTICIPANTS THEMSELVES 
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3) | Caregiver participation was limited. The committee had expected that caregivers would have been 
anxious to relay their concerns. However, those who did come said other caregivers may not 
believe that their participation would help to influence change within the system. Limited media 
coverage and winter weather conditions also contributed to poor attendance. Moreover, it is 
difficult for caregivers to leave the person they are caring for, in order to attend a meeting. 
Several caregivers, unable to attend group meetings, did offer their concerns individually, or by 
personal contact or in writing. This information was relayed to the LTCS and is included in the 
results. 


4) Weaknesses in the role of the facilitators are described earlier. One difference noted from the 
consumer focus groups is that the lack of hard copy transcription of the groups made it more 
difficult for accurate analysis of the themes. 


STRENGTHS OF THE CAREGIVER FOCUS GROUP PROCESS: 


The Focus Group methodology was adopted because of the same strengths listed earlier in this 
Report. The process encouraged sharing of ideas and attitudes, and was a creative, supportive process 


for those who participated. 


C) SERVICE PROVIDERS: 

On behalf of the LTCS, the Social Planning and Research Council of Hamilton and District (SPRC) 
organized a Provider’s Workshop for professionals who deliver services to the physically disabled adult 
population. The SPRC circulated a letter (Appendix G) requesting agencies to send representatives to 
participate in a half day workshop to discuss the question "What do disabled persons need to have a better 
ite?) 

The workshop was held on June 26, 1990 and a report of findings was produced by SPRC. The 
proceedings were not tape recorded but were facilitated by members of the LTCS. 


LIMITATIONS OF THE SERVICE PROVIDERS WORKSHOP 


The workshop was the first "formal" outreach made by the committee to the community. 
Attendance, however, was poor. This may be because many agencies were not yet aware of the potential 
ramifications of Long Term Care Reform on their work. Unfortunately the LTCS did not have the 
resources to organize further workshops for service providers. One agency, not in attendance was able 


to submit written comments and these have been cross referenced to the results of the workshop. 
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As the Focus Group methodology was not used, and no verbatim transcription was made, it was 


more difficult to anecdotally report the comments of service providers. For this reason, and because 


some agencies did not attend, there was more editing and less accurate reporting of results. 


STRENGTH OF THE WORKSHOP METHODOLOGY 


SPRC used in-house expertise to host the workshop for the LTCS. As a result, the workshop 


brought together representatives of agencies who have no other forum for meeting and discussing 


common issues. This was the first opportunity for discussion for service providers of different disability 


groups, and between institutionally and community based service providers. 


10. 


12. 


13; 


World Health Organization (1980). International Classification of Impairments, Disabilities and 
Handicaps. p.143. 


DeSantis, G. (1990). Diverse Racial and Cultural Groups’ Access to the Social Service System. 


Social Planning and Research Council, Hamilton. 


-Chakrapani and Deal (1988). Marketing Recearen: The Practitioner’s Guide (Experimental 


Edition/2.01). Toronto:P Research Systems Inc. 


Long Term Care Sub-Committee. Minutes of the Meeting, April 19, 1990. 
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CHAPTER 3 


RESULTS 
A. CONSUMERS OF SERVICES 


GENERAL COMMENTS 
In this chapter the unprioritized results of the consumer focus groups will be presented under the 
following headings. 
Prejudice & Discrimination 
Service Deliyery System 
Support Services 
Health Care 
Housing 
Environmental Accessibility 
Transportation 
Employment 
Income 
Family 
Education 
Recreation & Leisure 
Advocacy 


The statements made in each results section reflect a broad range of opinions and ideas of focus 
group participants. Only direct quotations are footnoted by two numbers. The first number is the focus 
group and the second number is the page in the transcription where the quotation is found. Quotations 
have not been grammatically edited, they are used to emphasize the feelings expressed. 

In all groups, consumers spoke with passion about many themes. This report tries to portray some 


of that emotion. 
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PREJUDICE AND DISCRIMINATION 


This one young man came to our meeting...and I won’t mention his place of 
business, he had a good job but he was losing his hearing. And so, he had two 
hearing aids and he was wearing them at night, at home; and if he came to the 
meetings, but he wouldn’t wear them at work, and anyways, he was really having 
trouble at work. Like a game of one-up-manship and he was getting so that when 
he was saying something to him, and he didn’t know what they were saying, he just 
let on like he did, and that was creating all kinds of trouble in the workplace. And 
yet, he would not admit to them that he was hard of hearing. I said "Why don’t 
you tell them?" and he said he’d loose his job. And I said "No! Not in this day and 
age". You see, it was fear. You see, he was afraid he’d lose his job (1-25). 

In each of the twenty consumer focus groups, participants expressed concerns about prejudice and 
discrimination. They related many stories that told of their experiences and fears of being pre-judged. 
In some cases, consumers were victims of overt acts of discrimination. 

The major themes can be identified as follows: a sense of non-acceptance, of vulnerability, of being 
judged, depersonalized/demeaned, stereotyped, misunderstood due to a lack of knowledge, and of being 
patronized. 

Consumers said they do not feel accepted as full members of society. They gave numerous 
examples where they had been ignored in public, stared at or, in other ways, led to feel that they were. 
not acceptable, not seen or treated the same as other human beings: | 


There is another attitude...ignore you’re there. It’s like you’re invisible. And that’s 
quite embarrassing, you’re sitting there and they’re coming through the door and 
they don’t look at you. Like, I can be at a counter, and waiting for service...this 
woman would say "I didn’t see you there". Meanwhile I’m saying "Excuse me 
please, can I get some service?" It’s like oh no! (7-10). 

Many members of the public are uncomfortable being with adults who are disabled. They consider 
them as “different”, and are unable to cope with someone who is not quite like themselves. One focus 
group participant captured the discomfort with the following: 

People still look at us across the street as if we are contagious (3-16). 

Other consumers said that if their disabilities are not immediately obvious or visible, they also have 
difficulty being accepted. People using wheelchairs or carrying white canes, are clearly people with 
special needs. Society recognizes these visible signs of disability and expect individuals to have some 


limitation in function. 
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In contrast, when a person is hard of hearing, head injured, speech impaired, walks with a limp 
or stumbling gait, the public may not see an obvious reason for the disability. Assumptions may be made 
about the disabled person; he/she is drunk, mentally unstable or retarded. 

When assumptions like these are communicated by stares or avoidance, some people with 
disabilities say they experience extreme feelings of non-acceptance and alienation. As a result, some 
participants have isolated themselves at home and have given up trying to become involved in their 
communities. Others respond by becoming assertive in order to try to be accepted by society as equal 
members: 


It’s hard, like when you’re out in the working world or whatever the regular world, 
you have to fight a lot, you know, you have to stick up for yourse!f. You have to 
show people you can do it, even if you know you’ve got things wrong, or else you 
just hide it and you don’t tell the people what’s going on, but in the end they have 
to know it or it shows up. But you got to just have a lot of faith and keep trying 
(5-14). 


Other participants said they could shrug off the feeling of alienation and not let it bother them. Still 
others said they wanted “to blend into the woodwork" and were not concerned about being accepted. 

In many of the consumer focus groups, participants spoke of their vulnerability; both physically 
and emotionally. Some talked of feeling physically vulnerable: on the streets at night; in the buses that 
pull away from the curb before they can get to a seat; when staff don’t use lifting equipment properly; 
and on the streets when teenagers play “chicken” with the person in a wheelchair. One participant voiced 
his concern this way: 


I have real trouble when I’m downtown. I hate it when I’m walking down the street 
and there is kids running around all over the places. They run right by, they don’t 
care. They hit me and I fall down (6-14). 


Other participants spoke of feeling vulnerable to and dependent on their families. They expressed 
a sense of loss of control over their lives, especially if decisions were made for them, and that they felt 
“helpless”. 


..-ultimately, how do people like myself, and I’m sure there’s others in the world 
that are in the same boat as me, voice their opinions when family, relatives, 
organizations such as this, I mean people in general, this place holds a threat over 
your head, and say if you do this or if you say that we’re going to put you away and 
they have powers to have it done because they have done it to me before (15-17). 
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Several participants said they feel very vulnerable when they present complaints about services they 
receive. Some related stories where they feel they have been boycotted, denied services or threatened 
when they have spoken out. This feeling of vulnerability is increased for those people dependent on a 
single resource. Not having the option to choose another resource if dissatisfied with the first, people 
are generally fearful of making a complaint. 

Some consumers of services were even afraid of contributing to this study, and stressed that they 
are critical of the "system" not the individuals working within it. In many focus groups, jokes were made 
about "turning off the tape recorder" when specific names and agencies were mentioned. Behind this 
humour, participants were clearly expressing serious concerns about their vulnerability to service 
providers. 

Once again, the response of participants to the feeling of being vulnerable was varied. Some 
participants talked of having been "shy little wall flowers” and of having to learn to assert themselves. 
Others reported that they had changed their life styles in order to "fight", or else they would have just 
sat and "vegetated". 

Closely related to the themes of non-acceptance and vulnerability, is the feeling of being judged. 
Consumers felt they are constantly judged by professionals, judged by the public, and ultimately, even 
judged by themselves. They are deemed deserving or undeserving of pensions; eligible or ineligible for 
services; capable or incapable of working. 

Many participants said that the opinion of "professionals" overrides consumers’ efforts to evaluate 
their own position and work cooperatively within the system. One example of this was given by a 
woman wanting financial help to renovate the main floor of her home to accommodate a laundry room. 
When the request was assessed by a professional, authorization could only be made for the installation 
of an elevator to get to the basement laundry room. The solution was more complex and costly than the 
consumer’s Own idea, yet was the only solution that this government funded program would help with. 

There were other accounts about system judgement calls. The following is about a school teacher 


who became hearing impaired: 


So, anyway, she was going to pack it in because she just could not stand it any 
longer and so that the.....School Board was going to give her a pension. But they 
were going to call it mental stress. Okay, she was fighting it, she wanted her 
pension, but she wanted it because of a hearing disability, and now she finally got 
it, but God, did she have to work hard. And like, she kept telling them but they 
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weren’t really listening to her and inch for inch, she did not want mental disability 
on her paper because she was going to go back to school and work in some other 
area (1-13). 


Another common reflection from focus group participants was that the government seemed to judge 
some groups of disabled people as being more worthy of funding than other groups: 


There is all kinds of money that’s always being allocated to mentally retarded. 
Ah..., I’m going over to see a psychologist over in (....) this is almost embarrassing 
to say, but the thing is, I hate to say....now it’s being suggested that "get yourself 
labelled mentally retarded" because mentally retarded is always getting all of these 
services (18-12). 


The very fact that a person with a disability must be labelled or judged to fit into a category, in 


order to have services, was repeatedly mentioned. And one participant said: 


it all depends on which is the most current label that gets attention (18-26). 


Depersonalization was a widely echoed theme. Consumers thought their individual needs and 
concerns were less important than fitting a particular label or category. This dialogue between two adults 


with acquired brain injuries was recorded. 


Is there some way that the rest of the people could be better informed or more 
sensitive? 


Yeah, if you wore a sign all the time. 


Years ago they used to put dunce caps on dunces and sit them in a corner, and on 
people like us. We want to be as normal as possible. 


I don’t want to be looked at as unusual or marked. 


No, we aren’t but we are, but we’re human beings too. We’re, each and everyone 
of us are special because we made it (6-14). 


One consumer felt that an elected member of local government had judged and humiliated her and 
her husband, who uses a wheelchair: 


We went to the committee that was meeting at City Hall, and one of the wonderful 
alderpersons...made me so angry that day because he said, "If this was such a big 
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problem, why did Mr. so and so purchase his house in the first place? Didn’t he get 
inside and see how inaccessible it is?" And I felt like grabbing this idiot by the 
throat and saying to him "You find me a house any place in the City of Hamilton 
that’s accessible, that doesn’t cost $250,000. on our income, that we can afford and 
I will gladly buy it and move in". These are supposed to be people that represent 
us in the community! (17-43). 


Participants also spoke of experiencing judgement by the general public. Consumers say it is 
sometimes because their special needs aren’t recognized or understood: 


I’ve had that happen the first time I went to a cinema too. People are very 
indignant, because I couldn’t stand up so they could pass. Usually, ambulatory 
people get up to make space, I couldn’t, they were very indignant (7-9). 


Other times the public seems to assume that the disabled person is "getting a free ride" out of the 


system: 


I’ve had a bad experience.....I was sitting there having a coffee, and I always sit on 
the other side, so I don’t block a seat, if someone wants to sit there. And a lady 
about my age sat across from me and told me I had a lot of nerve being in one of 
these. (Scooter) I said "I beg your pardon?" She said, "you’ve got a lot of nerve 
to be riding around in one of those, you’re too young for something like that". I 
couldn’t believe my ears. That was the most horrible thing I ever heard (7-11). 


Society’s ignorance can also lead to expressions of pity "for those poor cripples” as reported in 
examples of adults with disabilities being offered money on the street, as if they were beggars. Other 
participants told of complete strangers saying, "God will cure you". These examples underline the 
difficulty society has seeing persons with disabilities as capable, competent, equal partners in society. 
And this theme was repeated often through most of the focus groups. 

Another related theme is that many adults with disabilities perceived themselves to be penalized for 
being disabled. They felt demeaned, as if they were being blamed for being disabled: 


And unfortunately, I can’t work full time. I wish I could. I have to, unfortunately, 
rely on Family Benefits Disability Pension, which is a ridiculously low amount to be 
able to live on. I really think Social Services should top up your wages to what you 
would be able to earn if you were capable of working full time. I really feel I’m 
being penalized for being chronically ill, and I don’t think that’s fair (18-5). 


Some consumers said that even their own families criticize them by asking: 


"did you pay for that or did the government pay"? (2-30). 
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Another participant, who told the focus group that he had been in treatment centres in Canada and 
the United States, also felt he was being blamed for being disabled: 


...we think they’re looking after us, but in some ways they’re stupid, like "somebody 
else take the problem". They come back here...my problem, which I failed in some 
of the situations but they say I never stuck anything out. There’s never really been 
anything right that has been suggested! (18-6). 


Feelings of being undervalued as a person, or of being viewed as less than a whole person, were 
sometimes tied to employment: 


Things in the home situation are working out the way we needed them to work. My 
wife has a full time job, and she’s very good at it and that works. I run the house 
and take care of the kids, dogs and everything else. She can do whzi she has to do 
without worrying about whether there is courses, or whether there is a meal, or 
whether the dogs are going crazy because they’re locked up or whatever. That’s just 
something that has happened and it works for us, but there is no doubt there is a 
lot of people who would be totally lost if you lose your job and where do you go 
next? (16-17). 


Many consumers spoke of self doubt: 


People who have got normal hearing and eye sight make a mistake, but if I make 
a mistake is because I’m hard of hearing...Immediately, I blame me, my loss of 
hearing for not hearing, you know, for not accomplishing something, but that other 
deep seated feeling, yeah, a deep seated feeling, and I have always felt that I wasn’t 
just good enough (1-26). 


Stereotyping is also demeaning and devaluing. It leads to having certain expectations of "a type 
of person" rather than recognizing uniqueness in each individual. The following explains how one 
participant felt stereotyped when looking for employment: 


...the lack of understanding within society, they look at as soon as you Say 
"handicapped" doesn’t matter who the person is, the mind isn’t there, therefore, 
"end of discussion, I want nothing to do with that person". And I have found that 
from time to time, over the years as being a very negative aspect. People are just 
unaware (19-21). 


Throughout the focus groups, participants repeatedly spoke of needing to comply with rules and 
regulations; needing to be seen as cooperative, sometimes even docile, and certainly not seen as being 


someone who would "rock the boat". These behaviours represent the stereotype of the "good client", 
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who does not challenge service providers or the system as a whole. Stereotyping can lead to system 
expectations of consumer conformity, passivity and gratefulness: 


I mean, you know my heckles go up quite often, when I think of social services, like 
I think the thing is that you just feel like I do after all these years, that I am so Very 
tired...I have to beg and say "please and thank you. Would you? Can I please have 
this?"...and on, and on. It’s just, oh... very up to here..(7-31). ; 


Many participants thought that people without disabilities simply lacked sufficient knowledge of 
consumers’ special needs. Participants said that overt signs of disability might be acknowledged (such 
as the wheelchair and the white cane), but gaining public appreciation for less obvious limitations was 
more difficult. Public ignorance can cause feelings of frustration or anger in persons with disabilities: 


And one’s dignity is always insulted... I remember a party that I was at you know, 
the hostess offered to carry me from one room to another and I was so indignant, 
because I was quite capable of getting there myself. I know it was a kindness.....(7- 
20). 


Consumers said that even their family members lack awareness and understanding of special needs: 


Oh, yeah, you were talking about attitudes, also at home it’s really something if 
your parents don’t understand just exactly what is wrong with you, that if you had 
bad communication, that it’s hard just to tell them you know, "well, I’ve got a 
preblem and I’m working on it" and what not (5-15). 


All of the themes of non-acceptance, vulnerability, of being judged, depersonalized/demeaned, 
stereotyped and misunderstood, are part of an overall feeling of being patronized: 


That’s when I went to (Name of School) and I was segregated for handicapped kids 
only, and I’ll tell you, and this was a big fight, people say "well, forget about the 
past" but you can to a point. You weren’t allowed to be with the other kids. You 
were kept separate. When you had recess, you weren’t allowed to go outside. You 
were about ten feet away from your desk and the stupid recreation things that they 
had for you, because you were handicapped, and I hated it, I just literally hated it. 
And the thing is, when I got home from the station wagon, my mother would say 
"go play with the kids" and I used to turn rope for them. And I couldn’t 
understand why I could play with the kids when I wasn’t in school, but I wasn’t 
allowed to play with the kids at recess, the normal kids in other words, you were 
kept separate (19-26). 


Although this person’s experience occurred in the 1950’s, it reflects an attitude that consumers say 


still exists. Even now, people with disabilities may be overprotected or sheltered from taking control, 
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and meeting the challenges and risks inherent in self determination. This remark, from a person who 
uses a scooter, reflects how some members of the public view adults with disabilities: 

They’ll say you’re going over the speed limit, you know they’re trying to be funny, 

but it’s not like they’d say that to anyone else on the street (7-11). 

Other participants spoke of feeling patronized by service providers, who through their actions, may 
inadvertently bring out a sense of worthlessness in the person with the disability: 

I was asked yesterday if I would come to this meeting. I was just coming out of my 
room and I was asked "do you remember what I told you yesterday?" Am I that 
dimwitted with it that...I say they make me feel real stupid when they think I don’t 
remember (13-5). 

Many participants thought that the large bureaucracies with which they deal depersonalize the 
issues, resulting in the consumer of services feeling worthless, judged and frustrated. There exists an 
attitude of paternalism that denies consumers the right to make their own choices and take the 
consequences of their own decisions. 

According to focus group participants, this theme of patronizing users of the system repeats itself 
in most service delivery sectors. One participant spoke of her experience after trying to retrofit her 
home: ; 


I talked to them and I said "now we’ve gone through the program, I’m giving you 
kind of your report card and this is what I found wrong". I told them they took too 
long, they were too slow about certain things, they had too much red tape and too 
many different people that we had to deal with, and just kind of very general, 
straight forward things that they could understand. They didn’t want to hear that. 
I told my aldermen, they didn’t want to hear either (7-43). 

A patronizing approach may be seen even in the actions of those committees dealing with issues 
related to the disabled. For instance, by scheduling meetings at times that limit participation by adults 
with disabilities, a message is relayed which suggests that consumer involvement is not important. 

Also, some adults with disabilities experienced patronizing, over-protectiveness within their own 
families: 

It’s not too far, it’s my mother. I want to come home on my own and she is giving 
me the hassle you know. 


Can you tell me why she wants you to come home by (name of transit service)? 


Page 26 


IDEAL: Integrating People with Disabilities into Every Aspect of Living 


I don’t know. I guess one of the (name of transit service) people told her that it was 
not safe for me to be on the streets or ale yi I don’t know why, I mean, like 
I mean, everybody else is (4-23). 

While some members of every focus group mentioned themes of prejudice and discrimination, other 
participants noted that society’s attitudes are slowly changing. Integrated education of children with and 
without disabilities is becoming the accepted norm, and attitudes of children are beginning to change. 
Playgrounds that all children can use are now being built. More street curbs have ramps and buildings 
are being made more accessible to those with physical disabilities. Service providers are talking about 
consumer involvement in decision making, and about accountability to the users of the system. 

Adults with disabilities are becoming more vocal about their needs. Many participants said they 
must become involved in making decisions that affect them. Consumers believe they must empower 
themselves to take control of their lives and deal with the challenges of their disabilities. 

Many participants agreed that there is a need for better public awareness and education about people 
with disabilities. Consumers note that advertising campaigns about addictions and AIDS has had a 
striking effect on public attitudes. A similar education strategy is suggested to increase public awareness 
of persons with disabilities. : 

The following reflects how most consumers want to be treated—as equal members of society: 


If they were stuck up, they won’t be that way much longer after I meet them, I soon 
fix them up. No, no, we got neighbours like you wouldn’t believe, great neighbours. 
I wouldn’t want to live in any other neighbourhood. We look after them too. We 
have a gentleman across the street, he’s up in his nineties, and we call him everyday 
and make sure he’s okay. And I take him and get his hair cut, and you know, pick 
up his groceries for him when he needs it. If someone is sick in this neighbourhood, 
if someone takes sick, neighbours all chip in five or six bucks and buy you flowers 
or send you out to dinner. I was in the hospital and when I got out, we had a slip 
to go for chinese food. You know, it was great. It is a great neighbourhood (9-5). 
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SERVICE DELIVERY SYSTEM 


This section will cover a broad range of themes, such as: Information, Service Access, Service 
¢ 
Coordination, Service Accountability and Range of Service Options. As in the previous section, themes 


presented below may overlap in any of the service areas. 


INFORMATION 

Not finding specific information was a crucial problem for many focus group participants. Some 
consumers did not know where to get information about jobs, vocational programs, assistive devices, 
housing, education or travel. Others, who were new to Hamilton-Wentworti, stressed the difficulties 
involved with finding out about and getting into "the system"; and still others, moving from the children’s 
service network, didn’t know where to go for information as they become adults. 

Sometimes there is a lot of information, but it is scattered: 


.-.aS far as night courses can go, you can go to the public school system, and say "I 
want to take a night course in Accounting". And then you have to phone some place 
else and go some place for the separate school. You’ve got to phone some place else 
for Mohawk, and you’ve got to phone some place else for the University of 
Waterloo, and when you have trouble mobilizing yourself and getting around, this 
can be quite ... There is no one place you can go (7-19). 


Many participants found information by accident, by trial and error or with the help of their 


persistent families. As one family member said, people may not even know what information to ask for: 


... there are so many programs in a wide variety of areas that are available, but 
nobody knows about it. So the big problem is, we go to (name of agency) and they 
are glad to help you but only if you ask for it. You can’t ask for something you 
don’t know about. The system is run on the basis of "only tell them if they ask". 
It’s on a need to know basis, don’t freely give out information that they don’t ask 
(19-15). 

Other group members emphasized that service providers are not always up to date on available 
information. Further, professionals may have extensive knowledge regarding specific disabilities, but 
unaware of any other disability, or any other services. 

Participants recommended centralizing information into one location with one phone number. They 


said that information needed to be kept comprehensive, (including information from outside Hamilton- 
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Wentworth) up-to-date and user friendly. Various methods to communicate information should be 
available, such as large print materials and auditory assistive devices. 

Some consumers knew of the local telephone information services, while others did not. Some 
people believed an information service should provide comprehensive information in addition to giving 
out agency telephone numbers. Other consumers said that Social Workers should find information for 


them, and still other people wanted to access information by themselves. 


SERVICE ACCESS 


Access to services needed to be centralized and coordinated, according to several consumers. By 
way of example, consumers said they must repeatedly go to their doctors for permission to get assistive 
devices, or to get homecare, or to apply for a pension. Each request, each access point, marks another 
occasion for questioning by different systems or bureaucracies. Consumers say this feels like an invasion 
of their privacy. Various needs could be assessed at one time, and often without physicians’ involvement. 

A central coordinated process could allow easier access to various services, decrease the duplication 
of assessments and speed up the delivery of services. The risk, however, as some members pointed out, 
is that: . 

.-. it is Big Brother. There’s no doubt about that... because in the wrong hands it 
could be manipulative. It could be dictatorial and then you’ve got one body, 
deciding who gets everything (18-38). 

Eligibility for accessing services appears unfair to some consumers. They say that service is based 
not on individual needs, but rather on the cause of disability. For instance, those injured at work or in 
motor vehicle accidents appear to gain access to more services through the Workers Compensation Board 
or the Motorist Protection Plan, than persons injured recreationally, born with a disability or who develop 
a disability later in life. 

Consumers also said that services are available only if you have the "right" label or diagnosis. 
Some participants have been refused service, even if they need it, simply because they do not fit the 
eligibility criteria. 

Still other participants are told, sight unseen, that they cannot access programs: 


I was told that because I could get into my bed, and because I was able to reach my 
shower, I couldn’t have anything to upgrade whether I could reach up into my 
cupboards or not or if my kitchen is accessible. The girl told me this over a phone, 
never met me in her life. She couldn’t even see if I could walk, or in a walker, or 
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wherever I was. Just told me "Sorry, the government grant isn’t for you, you aren’t 
entitled to anything you can’t have any additions to your home as long as you can 
get into your bed and get into your bathroom", That’s what I was told (17-41). 

Many participants used phrases like "too many levels of government" and "too much red tape” 


when identifying barriers to accessing programs and services. 


SERVICE COORDINATION 

Many consumers talked with frustration about the problems of coordinating services. People spoke 
about staying home from work in order to get housekeeping service; having to wait in bed for attendant 
care staff to get them up; or being confined to institutions because accessible housing is unavailable. For 
the adult with disabilities, health services, education, employment, transportation, income and all other 
facets of life are so closely related that coordination between them is crucial. 


(Nursing agency) will say to you, "We can’t get there before 9:00 o"clock, if we can 
get there", or your outreach project people "we can supply someone in the evening". 
Again, you have gone to all the effort, you’ve got your education, you’ve got a job, 
you want to get out there, you want to use it but you’re going to show up late. So, 
I mean, where is the incentive, there is no incentive, its a totally systemic 
disincentive to employment ... If your (nurse) is on time, (parallel transit) isn’t (2- 
18). 
Other participants noted that unless you are involved in the decision-making process, nothing may 
ever get done: 


Even a lot of this other stuff, too, like getting the pension or being on welfare or 
whatever, I have to be part of it, I have to fight or organize or be part of it but I 
have to make sure things are going smoothly or the right way. Because if one 
person doesn’t talk to another person, then you are not going to get around (5-42). 
Some consumers wanted to receive a lump sum of money to purchase personal support services. 
Others did not want the responsibility of administering such services, but did want more coordination of 
services geared to meet their individual needs. One consumer focus group participant suggested that, "a 


United Way of Agencies" be formed to promote intra agency planning and implementation of services. 


SERVICE ACCOUNTABILITY 
Service accountability was another important theme. To ensure accountability, many participants 


suggested they should play a larger part in the decision-making process. Through such bodies as "a 
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Citizens Review Board” or an independent board of directors for a centralized "Service Co-ordination 
_ Agency", focus group participants said they could become more involved in how services are delivered: 
Okay, Home Care is one group, and then there is another group and another group, and 
you look through the Yellow Pages and you find all these different nursing programs, 
many of them have partial or full funding or no funding from the government. Different 
sources. But they all work in different directions. And I’ve talked to people from Home 
Care on here about this. If everything was integrated, if it all came together, if they 
would all function it would be a lot easier. The voices would be heard better. The voices 
would always be heard better, ’cause right now you’ve got 30 sources you are speaking 
to and 30 sources talking to 30 different sources using that approach to 900 different 
areas.... So you need one common source, and if you’ve got one common source with 
understanding that the common source has to be drawn upon, but that common source 
has to be answerable, not just to a Member of Parliament, not just to a member of City 

Hall, but to every disabled individual that they would have to address (18-33). 
Focus group participants hoped accountability would lead to more equal access to services to meet 


the needs of individual people. 


RANGE OF SERVICE OPTIONS 


Consumers noted that the service delivery system has many gaps. Sometimes people do not get 
service as they do not have the appropriate label or diagnosis, and sometimes their age limits the kind 
of services available to them. In other cases, services are simply not available. 

Some participants wanted more access to supportive counselling and mental health services. Some 
noted that detoxification centres and women’s centres are not wheelchair accessible. 

Education programs are not available for people over 21 years, with severe physical disablities. 
Attendant care in the workplace, specialized group homes, and employee support for those with Praeder- 
Willi Syndrome are also missing. 


In almost each of the following results sections in this report, other gaps in services will be noted. 
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RT_ SERVI 


In the earlier section on the Service Delivery System, issues related to information, accessibility, 
coordination, and accountability of various services were discussed. The following section will focus on 
the actual delivery of home support services under the following headings: General Comments, 


Household/Homemaking Support, Attendant Care, Outreach, Group Homes, and Assistive Devices. 


GENERAL COMMENTS: 

Services that support individuals to live as independently as possible in their home environments 
must be flexible. Sometimes services must be adapted to meet changing needs and abilities, such as when 
medical conditions change, the aging process advances or family situations change. Consumers spoke 
of wanting a variety of options for home support services from which they could choose. Options range 
from bringing services into the home, to having the adult with the disability temporarily housed elsewhere 
to give the family some respite from care-giving. The home support services described below reflect the 


type of support an adult with a disability may need to carry on with daily living activities. 


HOUSEHOLD/HOMEMAKING SUPPORTS 

Many focus group participants spoke of the difficulty they have in carrying out activities of daily 
living. Shopping was especially problematic. Consumers must often rely on family or friends to 
accompany them to the grocery store, as products may be shelved out of reach, or they need help to carry 
groceries. Sometimes assistance is available from the store staff, but it is not reliable. Consumers said 
that although home delivery may be available, it is more expensive. One idea that some consumers look 
forward to is computerized home shopping. 

Other participants require home support assistance for cleaning and housekeeping. Some spoke of 
needing more hours of help than is available through some programs. Other consumers found it difficult 
to pay directly for homemaking services. Others said the calibre of workers in some programs is not 
very high. Sometimes homemaking services are only available between 9:00 am and 5:00 pm, Monday 
to Friday and require the adult with disabilities to remain in the home while the homemaker is present. 
This means that for those who do have employment, time from the job is lost so that the housekeeping 


can be completed. 
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Other focus group participants spoke of problems getting laundry done; getting help on a consistent 
basis with cooking; and having special jobs done, such as spring cleaning and snow shovelling. 
Participants also said that if they reside in an attendant care project, they are denied homemaking 
services. Service providers consider attendant care and homemaking to be the same service, but 
consumers say that, in attendant care projects, attendants are busy providing personal care, and there is 
little time left for attendants to complete housekeeping duties. 

Many participants expressed a need for comprehensive home support services, which would be 
available throughout their life time. These consumers want to avoid being institutionalized, but they fear 
that adequate hours of home support services may not be available to them. 

Some individuals talked about home support and issues of safety. Several mentioned that they had 
concerns about apartment building security in the absence of trained security guards. Others said that 
if they had an accident when alone, for instance, fall out of their wheelchair, they could be in jeopardy 
without home support to give quick assistance. 

One participant described how the British country of Wales served its disabled population. 
Apparently, services are delivered to the home, and safety checks, via phone calls or visits, are available 
to all tenants involved in the program. Tenants receive services based on their needs, and all peace: 


are organized and delivered by the local town council. 


ATTENDANT CARE 

The system of attendant care projects available in Hamilton-Wentworth was favourably reviewed 
in general. Many participants felt that with this service they could live in the community, avoid 
institutionalization, and regain and/or maintain a degree of independence over their lives. 

There were, however, several concerns that were raised. Waiting lists for those wanting to enter 
an attendant care project are very long, and, as noted in the housing section of this report, no attendant 
care projects are available on the Mountain. Some participants felt that as budget restraints are imposed 
on agencies providing attendant care services, the flexibility of the service is decreasing. Staff are more 
rushed and there was some concern that they are meeting the programs’ needs more than the needs of 
the adult with the disability: 


.-. Some of them lived in our first project, and then they left, and they feel the kind 
of things they get, you know, in the community, is more tailored to their needs, its 
more personal because the person is all yours for the number of hours... you know 
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they drop in for five minutes and then they run, ... I mean they just don’t have 
enough time for everybody then its not their fault particularly, its just the whole 
system... (14-11). 

Scheduling for the delivery of services was a problem mentioned by several participants. The 
schedules or "bookings" can run late. When outside services must be coordinated into the system, long 
waits and uncoordinated timing can be a problem: 

.-. SO you’d better be careful...that you don’t get all of these services, all you do all 
day is sit at home and wait for your services (7-13). 

While the quality of attendant care staff is improving, consumers said there is still a problem with 
staff turnover. Hiring more staff, and scheduling more staff time to help with cleaning, shopping, 
banking, and housekeeping was one suggestion for improving service and decreasing turnover. 

Some participants said that the expanded role of the attendant care worker was positive, others had 
concerns. For instance, attendants are helping with personal care like bowel routines, formerly 
performed only by nurses. This was seen as a positive change by some, while others were concerned 
that this practice may extend to other medical functions and ultimately jeopardize the health of adults with 
disabilities. — 

Many participants said that- more attendant care projects, despite their limitations, were needed. 
Attendant care was preferred over nursing homes, chronic care hospitals and larger group home settings. 
Repeatedly, focus group participants emphasized that attendant care projects caused cost-savings to 


government, and increased independence for consumers. 


OUTREACH SERVICES 

Outreach services provided by some attendant care projects had also been used by participants. 
Consumers said these services helped to prevent institutionalized care and gave them a greater degree of 
independence. 

Once again, the problems of scheduling services was raised. One participant noted that as an adult 
she doesn’t like to go to bed every night at 9:00 pm, the time she is fitted into the workers’ schedule. 
Others said that depending on outreach to get to work on time can be a real challenge. Also raised was 
the limitation on the number of hours of homemaking service available through the outreach program. 
Consumers in general state that the number of hours of service available through the outreach programs 


are too limited: 


Page 34 


IDEAL: Integrating People with Disabilities into Every Aspect of Living 


I had Outreach but the Outreach was only one hour a day, five days a week, and 
on the weekend and the rest was my mother. Well, I mean at that age, how long 
can I run my mother dry? Now I have a totally accessible house, everything is 
perfectly set up, and this was available here (attendant care apartment)... So I took 
the opportunity...so the Outreach just didn’t work. I just couldn’t depend upon my ‘ 
parents anymore (17-20). 
In addition, consumers had concerns about the long waiting lists to access this program. 
Both the attendant care programs and the Outreach services are models of service delivery where 
the user of the service has some input into directing their own care. Some adults with disabilities want 
to become the employer of the attendant care worker: 


..- I personally would prefer to direct my own finances. The way it is now, the 
people that come in from the ..., they consider themselves, my impression anyways, 
as doing me a favour when they come in to do whatever they are doing. In fact, 
they should be considering me as their employer. And once you have that aspect, 
once you are in charge of the funds, then their attitude would change and you would 
have instead of begging for service, begging for " can you come up, I need a 
catheterization" "Oh, sure when we can make it". Now you are in charge "listen, 
you come up or ...". I am personally in favour of this lump sum and we direct our 
own care (3-22). 
Other focus group participants did not want to take on this responsibility, preferring to receive attendant 


care or Outreach services through service delivery agencies. 


GROUP HOMES 


Some people wanted the option to live in small group homes instead of large institutions. In an 
environment with three to four people, these consumers believe they would receive individualized, 
concentrated help with activities of daily living. Others mentioned the need to increase specialized 


supported living settings for specific disabilities, like Praeder-Willi Syndrome or acquired brain injury. 


ASSISTIVE DEVICES 

Many consumers noted that, with recent increased access to the Assistive Devices Program (ADP), 
they have experienced increased independence in mobility, communication, and hearing, to name a few. 
However, even though ADP covers some equipment, there are still major concerns about how assistive 


devices are prescribed, and about their cost and availability. 
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Several participants stressed the need for careful assessment by the professionals involved. 
Consumers said that those with the authority to prescribe assistive devices don’t always listen to 
consumers’ input when deciding on a particular device. Doctors and Occupational Therapists don’t 
always know best what the adult with the disability needs. Other participants emphasized that if the 
device is not appropriate or helpful, there is no mechanism in the system to give feedback to the 
professionals involved or to have the item replaced. Participants suggested having comprehensive 
assessments that include consumer input. Duplication of assessments, however, should be avoided. 

The ADP covers 75% of the cost of purchase of some assistive devices. Consumers noted several 
concerns about the program: 

1. Repairs and maintenance are not covered; if they were, equipment would last longer and not need 


to be replaced as frequently. There would also be less financial strain on the user of the device. (eg: 
cost of replacing upholstery on the wheelchair and regular battery checkups could be covered). 


2. Bathing aids, commode chairs, lifting devices, wheelchair and hearing aid batteries, and most visual 
alarm systems for the hearing impaired are among the items not covered by ADP, yet frequently 
required by the adult with disabilities. 


3. Equipment no longer needed is discarded, when it could in some cases, be recycled. 


4. ADP may cover one item when the consumer, in fact, needs two (eg electric wheelchair users usually 
require a manual wheelchair as well as the electric one, and hearing aid users may need two hearing 
aids, when only one can be purchased through ADP). 

Many other focus group participants mentioned the long time it takes to get new equipment sponsored 
by ADP. This time lag can be frustrating, as borrowed interim equipment may not have the specialized 
features that the individual requires. | 

Despite help from ADP, many participants said that the cost of assistive devices was a great burden. 
The ADP covers only 75% of the purchase price, leaving the adult with disabilities to pay the balance. 
For some, getting assistance to pay this balance is very difficult. 

As well, costs of repairs and new equipment, especially if the item has a "medical" label, can be very 
high: 

These big tires are $60, they were $60 last time I got one, that was three years ago, and 
the tubes in it were $25-$30. I had a friend go to Canadian Tire and buy me a bicycle 
tube that fit, that was $3. Now tell my why the difference in the price? On my old 


chair, I used bicycle tires that was the right size, and I used to buy bicycle tires three 
times a year. I just put new tires on. It cost me next to nothing (14-31). 
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and: 


See if they put health on one supply, they can jack the price up another 3,000% if it is 
for a health need. Like some of the cushions we sit on, $600! You could buy a sofa or 
a lazy boy chair instead (2-12). 


Getting repairs done can be another stress. Often consumers said that there is no service available 
that can respond quickly and at reasonable cost. If financial assistance is available through the Region’s 
Special Needs Program, getting repairs done can be a long and frustrating process: 


I’ve waited for weeks for a flat tire to be repaired. And I mean some guy says "Well, 
I know what it means to be without a car". I said, "You don’t know what it would be 
like to be without your chair. You can go to the bathroom without your car. You can 
walk down the street without your car. You can go over to the TV and turn it on 
without your car, but you can’t do that without your chair. Without your chair, you 
either stay in bed or sit in a spot beside the telephone, that’s all you can do. And why 
do we have to wait three months for stuff like that? Once you are in the system, and 
they know that they approve of your stuff, can’t they rubber stamp it and do it over the 
phone, say "Yea, we’ll approve that", and take care of the paperwork afterwards (14- 
28). 


Finally, adults with disabilities who earn an income from employment, state that they are not eligible 
for Regional support for equipment, repairs and maintenance, yet these costs can be high and beyond 


their means. 
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HEALTH CARE SERVICES 


This section focuses on the sector of health care services available to adults with physical disabilities. 
Information from focus group participants is divided into the following topics: General Comments, Home 
Based Programs, Institutional Care, Staff, Health Benefits and Specialized Services. . 


GENERAL COMMENTS 


Issues mentioned earlier; the need for services to be flexible; that service providers listen to the 
opinion of the person with the disability; and that service providers respect the individual and encourage 
maximum independence; were issues often raised by consumers of health care services. Themes 
described in the section on Prejudice and Discrimination repeat themselves in this section. On the other 
hand, some consumers praised health services, recognizing that restrictive program mandates, or limited 


funds, prevented optimal service delivery. 


HOME BASED PROGRAMS 


Consumers of in-home health care services, raised the following concerns: 


1. The criteria for eligibility for in-home services are restrictive and not based on the needs of the 
client, but on a medical diagnosis. A person with a physical disability may not be unwell, but may 
require nursing, physiotherapy, or homemaking services on a long term basis in order to live 
independently in the community. Because there is no actual "illness", services may be denied. 


2. Due to physical limitations, adults with disabilities often need help with household chores. Yet 
consumers may be denied subsidized homemaking service if they do not require a professional 
service, like nursing or physiotherapy. 


3. Consumers believed that eligibility criteria was interpreted differently by different case managers. 
Further, when services are cut back it appears that these decisions are at the discretion of the case 
manager and not related to the need of the client. 


4. The scope of home based services needs to be re-examined. It was repeatedly stated that the 
working-for-wages consumer is not eligible for services: 


... they won’t send a physio ’cause I’m not at home, and that is under (agency). I work. 
Its not community care, its (name of agency). I gave up not only my pension, ’cause I 
was getting long term disability pension and CPP for the disabled, I gave up both of 
those plus I gave up all the services you get through (name of agency), like 
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housekeeping, physio, OT, all of that plus I had to start paying for one (nursing) 
visit...(2-13). 


5. Home based care is not available when consumers take weekend leaves from hospital. This adds extra 
stress to families because they must assume all the care tasks provided through the week by trained 
personnel. ; 


INSTITUTIONAL CARE 


For the most part, consumers agreed that they do not want institutional care. Many expressed their 
fear of losing control if institutionalized. And one institutionalized participant paraphrased his nurse’s 
comments: 

" You had your supper now you go to bed.... If you don’t go to bed I won’t get my 
work done, I don’t get my breaks"...Their breaks are so darned important it isn’t even 
funny! (13-24). 

Consumers currently living in institutions would like the choice to stay or leave. After 10-15 years 
of living in a hospital, consumers say that adjusting to a new setting, be it an independent apartment with 
attendant care, or another chronic care hospital, can be a frightening and difficult change. Consumers 
want to make the decision to move or not, and would like help to prepare for any changes. 

Other participants, who occasionally enter hospital for short-term treatments, said that hospitalization 
can upset other services they receive such as: rent geared to income, job security or disability pensions. 

Still other consumers talked about taking family members with them to hospital to ensure that good 


care is provided by hospital staff. In fact, some families provide the care themselves. 


STAFFING 

Many consumers of health care services spoke positively of interactions with health care 
professionals, while others felt patronized. Consumers desire a cooperative working relationship with 
health care providers, with input into decision-making. 

The role of case management was also discussed. While consumers liked active, hands-on case 
management, others had concerns about case management decisions. Several participants said that 
different case managers interpret policies differently. Others said that when access to service is denied, 


it can be very difficult to re-open the file if the consumer’s needs change. 
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Another suggestion was that health care staff, and homemakers, need more training and education 
in relation to the needs of the adult with a disability. Knowledge of transferring techniques and the use 
of specialized equipment, such as Hoyer lifts, were some of the points mentioned. 

Other consumers said that decreasing staff turnover was important. People do not like to have 


different staff attending to their personal needs all the time. 


HEALTH BENEFITS 


Prescription medication was also a significant issue. Even with a provincial drug plan, for those on 
a disability pension, some medications are not covered: 

The doctors are trying to give you quality of life by saying "alright we'll put you on this 
drug". I have maybe 10 to 20 pills out of that and then they say "well you’re allergic 
to those you can’t take those". So that goes down the garbage. Try another set of 
drugs and you know its a dollar out of your pocket all the time until you’re finally 
drained and that’s not quality of life at that stage (8-4). 

At times consumers must pay for drugs up front and wait for reimbursement of the costs. Other 
drugs are so specialized that general pharmacies do not carry them and hospital pharmacies are only open 
Monday to Friday, 9:00 to 5:00 pm, when consumers may be trying to hold down a job. 

Cost of special diets, vitamins, splints and equipment not covered by the government assistance 
programs can be prohibitive. Some focus group participants spoke of having to sell their homes to be 
able to cover these types of expenses. It was noted that different pension plans offer more or less 
coverage of these expenses. For example, consumers said that some programs only provide medication 


coverage for the patient on service, not for other family members who may also need prescription 


medications. 


ECIALIZED SERVI 


Some consumers noted gaps in the health care sector. Specifically mentioned was the lack of 
specialized group homes for those with Praeder-Willi Syndrome, and day treatment and home-based 
services for those with acquired brain injury. Consumers also saw a need for transitional living programs 
that offer life skills training. 

Finally, respite services for caregivers’ relief was noted as a significant gap in the array of available 


services: 
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There needs to be some sort of relief in the home even if its only once every two weeks. 
If the person injured could go to a hospice or go out for a weekend to be looked after 
so that the family can be together, for example, in my case the wife and the children can 
get together and just be themselves for awhile and not worry about the brain-damaged 
person sitting across the table as was the case in my family. If they could just be 
themselves for awhile that would be an enormous help (16-2). 
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H ING 


Comments about housing are summarized under the five following headings: Design, Location, 


Availability, Cost and Policies. 


DESIGN 

Participants frequently criticized building designs for wheelchair accessibility. There was general 
agreement that consumers should be more involved in the design process, as they are more aware of 
accessibility features that accommodate their personal needs. It was also agreed that if buildings were 
designed properly from the beginning, there could be money saved with less siress on tenants. Houses 
that are poorly designed end up having to be redesigned. 

Frequently there are many people and levels of government involved in the design and construction 
process. By the time the building is complete, some of the original ideas of good accessibility features 
are not realized. | 

Many participants noted that information about accessible design, even if available, is not centrally 
located in the community and is therefore very difficult to access. Many consumers want information 
about design, contractors and financial assistance, to be available in one location: 


...if there was some place you could go to say "okay, I’ve got a problem with the 
architecture of this place, 1 want to go to one place and get expert information..." right now 
there is really no place to go, you are sort of scattered and it takes a long, long time even 
to get a simple ramp in" (7-5). 


Some of the recently built wheelchair accessible apartments were highly praised. Participants noted 
positive design features such as roll-in showers, counter top stoves with front burner controls, outlets that 
are low and easy to access, low windows, extra space in bathrooms, pocket doors, sink cut outs and 
storage space for wheelchairs. One participant said that properly designed features can be an asset, not 
only to the wheelchair user, but to many people: 


...that is just common sense, and the lever handles on the doors and the light switches 
raised. These are just arbitrary things that they put poorly, that could be placed so that 
lots of people could use them. Well, I have had people that come into my apartment, 
and they just love the kitchen, because it, with the lower counters, its so easy to get at. 
And they don’t have to raise their arms, and they open the cupboards and everything 
is right there. It does not look like it’s equipped for a handicapped person (7-24). 
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Not having sufficient living space however, was another concern. Single consumers prefer one 
bedroom units over bachelor units. Those who live in the older accessible buildings find that lack of 
equipment storage space is a particular concern. Others noted that housing for families may include the 
need for more than one bathroom, and in particular, that the location of bathrooms should be carefully 
considered. Still other consumers said that all steps need to be ramped, and dangerous features,such as 
patios located near ditches need to be avoided. 

Consumers also emphasized that an accessible living space for one tenant may not meet the needs 
of the next tenant. Initial designs must therefore be carefully planned to minimize future renovations. 
One home owner lamented that too many special adaptations made his home more difficult to sell. 


Participants strongly believed that their involvement with living space design was crucial. 


LOCATION 

Consumers want accessible apartments and houses to be available across the Region. While many 
participants enjoy the downtown core because there are less transportation problems, others prefer the 
mountain, but cannot live there because of the lack of attendant care projects. 

Building accessible units within townhouse developments was favourably discussed as this ensures 
integration with the community. But it was suggested that all townhouse units be made accessible, 
otherwise: 

...like the other townhouses there, like you wanted to visit somewhere else, like the next 
thing you know, they are carrying you up three or four steps, stuff like that...(2-4). 
In general, participants spoke of wanting to live in different neighbourhoods, in different parts of the 


region and to have a variety of locations from which to chose. 


AVAILABILITY OF HOUSING 
Participants criticized methods used to assign wheelchair accessible units. There was the perception 
that "walkies" (people who do not use wheelchairs) are living in units designed for adults in wheelchairs. 
Some participants noted that there are four ways to get accessible housing: 1) if a new building is 
built; 2) by word of mouth, and "who you know” in the system; 3) if your family "pushes"; 4) if 
someone dies. But once in an accessible building, there are few choices to move, unless medical needs 


increase greatly or family size changes. 
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Participants repeatedly stressed that there are extensive waiting lists for wheelchair accessible 
housing. Participants believe strongly that there are fewer accessible apartments available than required 
to meet the demand. For others, the wait for accessible housing is compounded by the need for more 
attendant care services: 


.--Say, if you’re paraplegic and if you can do most everything for yourself, you just need 
a few things to make things easier in life, like lower sinks, and grab bars, and just a 
little more space to move around. There is a lot less of that around than there would 
be for someone that needs attendant care (8-4). 


Just as lack of transportation or lack of attendant care services can effect housing choices, the lack 
of available housing itself, can effect the employability of adults with disabilities This participant lives 
in a hospital: 

I, as a paraplegic, I’m in a situation where I need subsidized housing and accessible 


housing, and when I get that, I can work towards going back to work again. But once 
I start working again, I won’t need subsidized housing any more (8-5). 


Focus group participants wanted more living options. Several participants who live in nursing 
homes, hospitals or lodging homes for adults with developmental or psychiatric disabilities, wished to live 
in small group homes with-personal care support services. Others wanted more accessible cooperative 
housing, and others spoke of accessible family housing: 


So, we were talking to my brother and he said that there was handicapped places out 
here, so you know that was one of the reasons we moved up here. So when we moved 
up here, I lived up on the mountain with my mom in one of the senior citizens buildings 
until there was supposed to be an opening for me, you know, like an apartment 
available. And time went on, and the managers of that building were complaining 
because I was living there, because I wasn’t a senior citizen, my mom is, but I am not. 
So we had to get out of there (4-19). 


Many participants said that having accessible apartments in buildings with a mixed population is 
preferable to living in buildings designed for senior citizens. In housing for seniors, adults with 
disabilities have felt resentment and rejection from senior tenants. 

Sometimes housing may be available, but the living conditions are not tolerable. These comments 


came from a non-wheelchair user: 


... I wouldn’t put my name on the list, cause I refuse to live where there is more 
cockroaches on the wall, than there are wall paper patterns... If you put your name on 
a list, they will tell you if something comes up, and you look at it, and you don’t want 
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it and they said "well, if you don’t take it, you go to the bottom of the list". So when 
it came to me I told them "I’m very sorry you will not black mail me. I do not, just 
because I can’t be out there working, I wish I could, I would change places with you any 
time, but because I’m not out there in the working field, and I live on a fixed income, 
you’re not going to threaten me and, you’re not going to make me live like that, cause 
I’ve never lived like that in my life and I’m not going to start now". It’s disgusting, the 
housing situation is totally, totally disgusting (7-28). 
COST OF HOUSING 
Participants commented from two perspectives on the cost of housing. First, consumers questioned 
why the government does not build more wheelchair accessible housing, with attendant care, and spend 
less Money on institutions: 


We're a little community here, it’s fabulous. I mean, I couldn’t move before, I couldn’t 
even cook myself a meal where I lived before. And I have a kitchen, and when I put 
five wheelchairs in it, there’s still room. It’s only a one bedroom apartment, and it’s 
just gorgeous. So, it can be done, and I just don’t understand why it hasn’t been done, 
because it has to be an unbelievable amount of money every day for people who are up 
in the (chronic hospitals) or nursing homes, or whatever (7-23). 

Second, participants said it was almost impossible to pay market price rent while receiving a 
disability pension. More accessible living accommodations with subsidized 'rent are needed. Even those 
participants housed in lodging homes and nursing homes, were without sufficient income for spending 
money. These people relied on their families for extras. 

For the adult with disabilities who is a home owner, there are other concerns. First, it is very 
difficult to get into the housing market if one or both adults are disabled. Prices of homes are high and 
few accessible homes are in the moderate price range. Once a couple owns a home, getting assistance 


to renovate is a complex, slow and expensive ordeal: 


Seven years ago, we went through the city program to get some renovating work done, 
and it’s a lot of hassle, a lot of red tape. We ran our Visa bills up to the limit to pay 
for this stuff, because they wouldn’t release the money until six months after. So, we 
were carrying all the charges for this. We had more building inspectors throughout the 
house than you wouldn’t, I mean, you would not believe the amount of people that we 
had to deal with (17-43). 


Second, participants said that if families sell their homes either because of decreased income or lack of 


accessibility for the newly disabled relative it is very difficult to buy back into the market. 
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H IN LICI 

Participants in the focus groups had concerns about policies relating to design, availability and cost 
of housing. 

Many consumers want better building standards to address wheelchair accessibility issues. It was 
suggested that local municipalities develop standards, as there is no existing building code covering 
private homes. Consumers felt that architectural blue prints are not good enough, because construction 
crews may not follow the plans. Another suggestion was that permission to build any residential housing 
should be contingent on incorporating features that facilitate access by people with disabilities. 

Several participants emphasized that policies related to eligibility for housing and attendant care need 
review. Some participants told the focus group that they "weren’t handicapped enough" for attendant 
care, yet needed more appropriate bathroom or kitchen designs, available only in newer buildings where 
attendant care projects have developed. Other participants, not wheelchair users, were concerned that 
their needs were sometimes overlooked when they applied for subsidized housing. Generally, participants 
were asking to have clear and fair policies that determine eligibility. 

Other consumers said that the government policy which restricted frequency of support for home 
renovations, should be reconsidered. Renovations that were done many years ago may now no longer 


meet the needs of the person with disabilities. 
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ENVIRONMENTAL ACCESSIBILITY 


In this section comments from consumers about access to the general environment (excluding private 


housing) are noted. Three sub topics include General Comments, Outside Features and Indoor Features. 


GENERAL COMMENT 

Consumer focus group members spoke about wanting to make whole communities accessible to 
people with physical disabilities. In order to do so, they said that a clear definition of accessibility was 
necessary. They noted that although many buildings claim to be accessible to wheelchair users, in reality 
users may be able to get into the building, but not use its facilities. Consumers stressed that good design 
increases independence and is also beneficial to other members of society. 

In addition to needing universal codes for designing houses, consumers suggested that information 
about environmental design be universally available. Easier access to this information and more 
involvement by consumers were suggested. 

Many participants noted that the government currently gives some financial incentive to increase the 
accessibility of public facilities, and that there is ear legislation concerning access to public buildings. 
Consumers believe that private facilities, such as dentist’s and doctor’s offices, pharmacies, banks and 
recreation centres should also be legislated to increase accessibility features. Facilities such as mental 
health counselling centres, women’s shelters and recovery houses should also be accessible to adults with 
physical disabilities. 

Just as consumers wanted more effort made to remove permanent barriers to the environment, they 
noted that several temporary barriers should also be addressed. Barriers such as snow, which is not 
cleared from public walkways; garbage cans and recycling boxes that block sidewalk pathways; and the 


lack of temporary pathways through construction zones, were among the examples they pointed out. 


QUTDOOR FEATURES 

Consumers noted several outdoor design features. Wheelchair users mentioned that ramping at street 
comers is very important. Many appreciated the efforts in the downtown core of the City of Hamilton 
where work is underway to replace curbs with wheelchair accessible ramped curbs. However, several 


consumers who are visually impaired noted that it is now more difficult for them to find the curb of the 
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street because they no longer have the edge of the curb as a marker to indicate when they are stepping 
on/off the sidewalk. 

Other consumers with visual impairments said they would like to see more audible signals at 
intersections throughout the Region. People with visual or physical disabilities agreed that the timing of 
traffic lights is sometimes very short, creating difficulty in getting across a wide street before the light 
changes. Other consumers pointed out that street level railway crossings can also be hazardous to those 


in wheelchairs. 


INDOOR ISSUES 

Several consumers commented on indoor design features, for example, the design of automatic door 
openers; with control buttons at an accessible height and location; the need to leave adequate space 
between double doors; designing for sufficient turning space at the top of ramps in front of doors; and 
having wide enough doorways. Other consumers noted that the angle of ramps must not be too steep. 
Elevators must be large enough for electric wheelchairs, with control buttons accessible at an appropriate 
height on the side panel of the elevator cab, rather than on the door panel. Of particular concern were 
public washrooms. Consumers strongly agree that wheelchair accessible washrooms in public facilities 
should be designed to be "unisex", so that the person with the disability can be accompanied to the 
washroom by an attendant of the opposite sex. 

Consumers with hearing and visual impairments said that accessibility features relating to their 
particular disabilities could also be improved. Increased use of visual alarm systems, of auditory signals 
and of embossed numbering and lettering would be helpful to persons with hearing and visual 
impairments. Several people with hearing impairments urged amendments to the Building Code to 


legislate the use of visual alarm systems in all public buildings. 
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TRANSPORTATION 


Participants in most of the twenty focus groups spoke passionately of issues related to transportation. 
This issue evoked heated emotions and strong opinions from many consumers. 

Consumers said that readily available transportation is vital to their existence. It links them to social 
involvement in the community. It means they can participate in recreational and leisure activities. Many 
education opportunities are only available if transportation is available. Grocery shopping, medical 
appointments, church services and employment options can only be accessed if transportation is in place. 
The degree to which adults with disabilities can access transportation can influence their lifestyles: 


I was going down to volunteer for the MS Society up at Limeridge Mall, and I phoned 
almost two weeks in advance to make my booking. They wanted me up there from 3:30 
to 8:30, and they said "no, you can’t that is medical from 1 o’clock in the afternoon to 
4:00". And the closest time they would pick me up is 5 o’clock (7-3). 

Many participants spoke of a lack of control over their own time tables and a lack of spontaneity in 

their lives: 

Sometimes my friends will call me up and say "let’s go to a movie tonight" or "there is 
a party going on come on over". I can’t get there. You have got to let me know at least 
a week ahead of time and stuff...and they don’t understand that. So, you’re left out of 
things...what would you be, if you had to plan your life a week ahead of time, and you 
couldn’t do something on the spur of the moment (14-16). 

This section on transportation will be broken down into various themes under the subheadings of: 


Local Publicly Funded Transportation, Intercity Transportation and Private Transportation. 


LOCAL PUBLICLY FUNDED TRANSPORTATION: PARALLEL SYSTEM 

Many people told of having difficulty accessing the parallel transportation system, available to eligible 
registered adults with disabilities. Numerous consumers wanted the eligibility criteria to be reviewed. 
There was great discussion as to who should be able to use the para transit system. Many questioned 
whether senior citizens, who do not use wheelchairs and who can afford to pay for taxis, should be 
eligible for the service. Several people said that if seniors used their own sources of transportation, the 
system would be freed up to be more accessible to those who have no alternative means. 

Other consumers were concerned because the para transit system is restricted to the boundaries of 


Hamilton-Wentworth. This means that it is almost impossible for adults with disabilities to travel outside 
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the Hamilton-Wentworth area. Either they must charter expensive wheelchair accessible buses to take 
them outside the Region, or they must make extensive plans with neighbouring transit systems to be met 
at transfer points. Neither of these options is satisfactory, from the consumer’s point of view. 

The largest number of concerns was about booking services on the para transit system. Many 
participants told of having to book one, two, three or four weeks in advance in order to secure the 
preferred booking time. Even when booking well in advance, experience has proven that there may or 
may not be space in the system for the ride requested. Some participants noted that there is a daily quota 
that the para transit system must meet, and after that is filled, those requesting rides cannot be served. 
It was repeatedly pointed out that this quota is well below the actual demand for the service. 

Other consumers said that if the request for a ride does not fit the priority tor the time slot, then the 
request will usually not be accommodated. Eight to 10 a.m. and around 3 - 5 p.m. are work priority 
times. Medical appointments take precedence during most of the remainder of the day. Therefore such 
things as going shopping or doing volunteer work is very difficult to accommodate as transportation is 
hard to book. Many people emphasized that being dependent on the para transit system means having 
to be home well before most other adults in the community, as the system stops running at Il p.m. most 
nights. 

Consumers further revealed that while some dispatchers go to extra lengths to try to fit a ride request, 
others can be very rude and quickly deny accommodation. Users of the system repeatedly said policies 
are not consistently applied, which results in unequal access to the service. Generally, there was a feeling 
that the para transit system, in fact, holds much control over deciding when a disabled person can come 
and go. 

People having to book unscheduled doctor’s appointments, also found it difficult to get a ride through 
the para transit system. Many respondents said that the system was unreliable and that they could well 
be offered a trip in one direction but not a return trip. Consumers spoke of the great amount of time that 
it took to book travel plans. Others said that once bookings were made, they might become lost in the 
computer or, in fact, not be registered in the computer. 

Those using scooters had specific problems concerning access to the para transit system. Issues 
discussed were: safely securing scooters on the vans, requesting the scooter user to transfer to a very 


small seat, and space problems for storing scooters on the van. As one consumer said, one government 
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department assessed the need for and paid 75% of the cost of the scooter, while another government 
department regulated against taking the scooter on the transit system. 

The cost of accessing the para transit system was also raised. Many noted that the cost per ride may 
increase while, due to fixed incomes, the amount of spending money or comfort allowance does not keep 
up with this increase. Others said that an increase in budget to the para transit system does not translate 
into increased usability by the consumers of the service. 

Just as accessing the para transit system is a problem for many consumers, the reliability of the 
service is also a problem. Several participants noted that the routes taken through the city could be more 
direct and shorter. Consumers complained of time wasted taking indirect routes, or waiting for buses. 
It is the inconsistency and lack of accurate timing of rides that bothers many users of the system: 

Well, you’ve got to give yourself an hour to get some place and that’s the time you’re 
there in three minutes, they pick you up ten minutes early.... It takes you five minutes 
to get there and now you’ve got an hour and fifteen minutes that you’re wasting, you 
know, that kind of thing is, it doesn’t make you very employable either (2-28). 

Other participants questioned why they have often seen para transit buses parked or idling in local 
shopping malls. At other times, they wondered why two vans would arrive to take two people to and 
from the same place. Some said they were often the only rider on the bus. Others said that the vans 
often broke down and were not reliable. | | 

Many participants spoke of the frustration of relying on the para transit system when they want to 
get to and from work. Some relayed stories about their employment being in jeopardy because they were 
not able to show up at work, on time, each and every day. 

Concern about accountability was another important issue. Many consumers wondered to whom the 
para transit system was really accountable. Was it accountable to the public? Was it accountable to the 
people who use the system? Participants questioned the value of the Board of Directors and the role of 
the persons with disabilities who sit on that board. They were seen as not having any real impact on the 
decision making process. 

Focus group participants in general felt that they could make little impact on the service. They found 
that when they did give feedback to the para transit system they were often threatened, or dealt with in 
a very rude manner by the staff: 


.-..and when I came home I called up and I told her, I said, I don’t care who he is, I 
don’t care how much money he makes or what his education is, or I don’t care what his 
position is, I don’t care if he’s the Premier of Ontario, he doesn’t have any right to talk 
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to anybody like that. And I said if you brought your car to my place, and I said to 
park it in this little place, and there is not enough room for you to get in, you’ll dent 
your car, you’ll scrape your car, you have to park there anyway because I say you have 
to do it, you’re not going to do that with your car (19-2). 

Many consumers complained of disregard for their property. They agreed that the para transit system 
made repairs when damage had been caused, but it did so very slowly and with little regard for the fact 
that wheelchairs and scooters are often indispensable pieces of equipment to their users. People find it 
extremely difficult to get around their homes and their communities when they are without their mobility 
aids. 

These comments are from a focus group participant who tried to get her peers more involved in 
dealing with the para transit system: 


I tried to get scooters, I wanted to get all scooter users together because I could have 
fought (name of parallel transportation system) a lot better if it hadn’t been just myself 
and (name), two scooters. Everyone was going "we’re right behind you...we’re right 
with you"...If we were all together I could have fought the world. 


Why do you think they didn’t ? 


Apathetic...intimidated...They’re scared. 

Intimidated, intimidated by (name of transportation system), a lot of them ig a lot 
of them just couldn’t be bothered as if they haven’t got the get up and go. Being 
handicapped, they’re either introverted, a little "feel sorry for yourself" which is 
understandable if you go through all different phases. 


Or do they also worry that services will be cut off? 

Cut off, that’s what I’m saying. They were threatened, we got voice opinions back from 
elderly that had been threatened. Or they don’t have to cut your services off, they 
"forget" you... 

"Oh, gee, did we forget you? Sorry, no space". They cannot cross your lines when 
you’re coming in. I had one... driver scream blue murder at me, had me sobbing and 
I’m not easy to make to sob, but she did. And this was the treatment I got for fighting, 
and I did nothing to those drivers but boy did they gang up against me? I guess I 
feared my, hey, that’s my transportation. 

So you feared for your life? 


No, not my life, my way of life (17-31). 
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These concerns about the accessibility, reliability, and accountability of the system were repeated 
throughout most groups. One user though that because the para transit service in Hamilton-Wentworth 
is a monopoly, the system is slow to look at new ways of delivering needed service. 

While many consumers were highly critical of the existing system, others recognized that 
transportation generally represents a very difficult problem and this needs to be addressed. Many 
participants had suggestions for changing the system. Consumers would like to see "same day service" 
in place, or, they would like a taxi style system, where they can call up and reserve a ride one day ahead. 
Others suggested that there be some para transit buses on regularly scheduled routes, similar to the public 
transit system. Consumers also suggest making the public system wheelchair accessible. People 
recognized that even with regularly scheduled routes, there would remain a need for a parallel service. 
They further say that with decreased demand from users with transportation options, the para transit 
service would more efficiently serve people without options. To streamline delivery, some consumers 
suggest that the para-transit program should be operated by one public system. 

One user spoke eloquently about the transportation system she used in the U.S.A: . 


When I was in Washington D.C...I was in 7th heaven. Their buses and subways are all 

wheelchair accessible, you have no idea...If I wanted to go and I wanted to be early, I 

could. And if I wanted to arrive late, I could. If I wanted to change my mind, I could. 

I didn’t have to phone anybody. I knew they were coming by every ten to fifteen 

minutes. It was wonderful, and it makes you so much more painfully aware of what a 

second class citizen you are, begging, phoning, I mean you humiliate yourself trying to 

get these things (2-30). 
LOCAL PUBLICLY FUNDED TRAN RTATION: REGULAR SYSTEM 

Comments were also made about the public system. Some adults with disabilities who are able to 

walk prefer to use public transit if at all possible. The buses run on schedules, there is no invasion of 
privacy perceived, and a person can access the whole region more easily with no pre-booking problems. 
Another advantage of the public system over the parallel transportation system is that it is not patronizing 
to its users: 


Now if you get on the (public system) and you don’t want to sit on the front seat that 
goes sideways like that, you want another seat back there, the driver isn’t going to tell 
you that you have to sit there "because I say so"...(19-5). 


None the less, some participants did have concerns about the public system. There were complaints 


that the drivers did not always ask able bodied passengers to vacate the front seat, which is usually 
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available for passengers with disabilities. Other participants had experiences with drivers taking off 
before they were seated, or going past the stop they had requested: 


For transportation, I depend on (public system), I don’t depend on (public system), 
because I have to go to work, if they go on strike, or if there are too many snow flakes 
or something, that’s unfortunate, but I have to go to work. I have to earn a living. So, 
if you’re getting on (public system), I climb to get on the bus, there is no seats, and they 
take off and you’re flying. It’s very embarrassing fumbling with bus passes and this 
and that (18-13). 
Poor snow clearance at bus shelters, changes to the bus stop signs, from large yellow to small white 
Signs, and poor pavement markings at bus stops were points raised by persons with visual disabilities. 
Recognizing that a parallel transit system will always be necessary, participants generally emphasized 
that having more "kneeling buses” or "Easier Access Buses” was crucial: 


We absolutely have to have that. Now there is a lot of people using (name), especially 
(name), which is under (first name), the ambulatory, the frail elderly, they could use the 
buses a lot of the time if it was easy to climb onto the buses, like...get up the major 
steps, and a lot of things like that. They’ve got, I think, ten new buses this year, that 
are kneeling buses. And they have visual and sound...devices...inside, so that they can 
accommodate the elderly better, and the slightly disabled people. And that would take 
a load off (name), if those people had access to the buses. Not only that, but they would 
have the freedom to come and go as they please instead of arranging it a week ahead of 
time (14-21). 


INTERCITY TRANSPORTATION 

The problem of getting from one region of the province to another was discussed in many focus 
groups. Adults with disabilities are not able to travel easily, as para transit systems are operated 
regionally. It takes extensive organizing to coordinate transfers between the para-transit systems of 
neighbouring regions. Charting wheelchair accessible vans to travel directly to another town is extremely 
expensive, especially for those on fixed incomes. The current effort to test accessible buses on the route 
to Toronto was received favourably, but few focus group participants actually knew of this experiment. 
As well, some participants mentioned that once they got to the other town, they may only get to tour the 
bus station if they can’t get transportation at the other end: 


I mean, it’s fine to go from one terminal to another bus terminal. I mean, I don’t really 
want to pay for that privilege, I’d like to be able to go somewhere and do something 
other than busing (20-4). 
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Some participants had travelled by airplane and praised the efforts of the airlines to accommodate 
their special needs. Others thought that airlines were inconsistent in their policies about handling 
wheelchairs. Still others felt uncomfortable in the airline seats, which gave them poor spinal support. 
Some were embarrassed when passengers had to climb over them to get to the aisles. Many participants 
noted that they needed a personal attendant to make air travel possible, but that having a companion was 
an extra expense. Other consumers agreed, and said that having a companion was necessary whether they 
travelled by bus, train or airplane. Focus group participants had mixed information about whether full 
fare, half fare, or no fare was expected by the transportation carrier for the companion. No consistent 
policy across transportation systems, seems to be in place. 

Train travel was seldom commented on, but one participant did ask a crucial question: 


Is the Go Train expansion to Hamilton going to be designed to allow access by adults 
with disabilities? 


PRIVATE TRANSPORTATION 

Several participants expressed the wish for more wheelchair accessible taxis, and for an extension 
to the hours of service. For those people who can afford to pay for a-taxi, this method of transportation 
was believed to be flexible and accommodating, especially for emergency last minute trips. 

Those participants who drive their own cars had several points to make. Some noted that 
modifications to vans or cars are expensive and can take a long time. Funding to help finance 
modifications is hard to find and to access, and may only apply once in a life time. 

Parking can also be a problem. Many consumers said there should be more wheelchair parking 
available. Others said that able bodied people use the wheelchair parking spaces. There is the perception 
that these illegally parked cars are not ticketed or towed frequently enough. Some people also thought 
that a wheelchair parking permit may be too easy to cbtain. Others mentioned that the special needs of 
vans with side lifts must be accommodated by extra wide parking spots, and by public education about 
how wheelchair vans operate. Many people on fixed and limited incomes have difficulty paying high 


parking lot fees. 
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EMPLOYMENT 


Focus group participants spoke of five themes related to employment: General Comments, Employer 
Related Issues, Agencies/ Program Issues, Sheltered Workshops and Volunteer Work. 


ENERAL COMMENT 

Many consumers wanted to be gainfully employed. They associated employment with increasing self 
esteem. Many said that they wanted help to get jobs, not help to become more dependent and more like 
invalids. Others stated that they are capable of doing more than they are “allowed” to try. Consumers 
compared their being physically disabled to being 65 years old and no longer considered useful in the 
workplace. They said they had to be highly motivated to overcome barriers to employment, and they 
emphasized that being disabled should not be equated with being unemployable: 

I was just sitting at home waiting to die. I was getting less and less talkative, I didn’t 
want to do things and like that was a complete change for me....I just was giving up 
badly and we all have to do what feels right, and at first I was going to do something 
like that, I decided what’s the purpose I’m not going to quit working....No matter what 
they say it costs, you’re still better off going to work" (2-15). 

Consumers related their ability to access and retain employment to issues of housing, transportation, 
education, income/pension concerns, health benefits and to prejudice and discriminate. An example of 
discrimination was given by consumers with invisible disabilities or severe physical limitations. They 
said they were often seen as having intellectual impairments by potential employers. This judgement 
appeared to be a common misconception. 

Participants said they sometimes need specialized assistance to access and retain employment. Job 
training to upgrade skills, attendant care at work, physically accessible work sites, and assistive devices, 
were some of the issues noted. Flexible work options, like job sharing, part time employment, and home 
based employment were also mentioned. 

Participants said that health benefits and drug coverage were important considerations when they were 
thinking of employment. As well, they wanted the security of knowing that their disability pensions could 
be reinstated without delay or penalty if employment ended: 


I worked for six years for (name of Agency) It started off as a government grant and 
initially when I went on that program it was fine, it was an opportunity. I paid the 
price afterwards because when I left (name of Agency) my disability pension was 
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reduced because they had changed my category. So working penalizes you.... There was 
no way I could go back to my original disability category because after I worked at 
(name of Agency) they classified me as being employable which reduced the amount of 
money that I could get (20-7). 


EMPLOYER RELATED I 


Increasing awareness among potential employers was a common theme. Consumers thought 
education about the capabilities of adults with disabilities, environmental accessibility features, and job 
accommodation/incentive assistance programs was needed. Education to decrease attitudes of prejudice 
and discrimination was also of note. Group participants spoke of employees who shunned them and who 
were frightened of them on the work site. Others spoke of not being able to get an interview with 
employers: 


No employer wants to hire the handicapped. That’s right. They don’t want to train 
people on the job let alone disabled and next year they expect a whole bunch of 
unemployed people there anyway whether you are normal or disabled or whatever. 
Their favourite comeback is your place is the (name of agency) (15-29). 


AGENCIES/PROGRAMS 


Participants said that funding for retraining and job placement services needs to be more flexible and 
responsive to changing interests and skills of adults with disabilities. People with minimal or invisible 
disabilities, and people with university and college education, said that the current job placement agencies 
are unable to meet their special needs. Other consumers felt that some agencies, in fact, undermine their 
efforts to seek employment: 


I applied for a job myself one time and I was knocked down by the (name of Agency). 
They came to the store where I applied, got back to the (name of Agency) and they did 
everything in their power to run me down. They used my medical history, the fact that 
I’m on medication that I was no good to them, I would be a risk to their insurance 
therefore I was never given a chance to get that job. I feel that there are jobs out there 
that we could do (15-30). 


SHELTERED WORKSHOPS 


Various consumers expressed opinions about sheltered workshops. Some said they prefer to work 
in a sheltered environment. They feel appreciated and say that the sheltered work fosters their self- 
esteem. They enjoy the increased support found in the environment, the lack of stress, and friendship 


with their fellow workers. 
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Other consumers said that sheltered workshops lack the status of "ordinary" job sites. They believed 
they were stigmatized for working in these settings and that they were just "kept busy". Some felt that 
work in a sheltered environment was degrading and that the pay was too low. Others noted that work 
should be work and does not need a special label. 

Several people spoke of their fear of failure when trying to compete in a competitive market. They 


expressed a wish for services to bridge the gap between sheltered employment and the competitive field. 


VOLUNTEER WORK 

A few consumers said they were volunteers in the community, and at times. this has compromised 
their pensions. For example, if volunteers are paid for mileage, it must be reported to the government 
and can be considered income. Ultimately, this could result in a reduction in pension. 

Others use volunteer work as a step toward employment: 


Like I’ve been trying to find work okay. So instead of working I volunteer in hope that 
maybe you know somebody will notice me and say "Would you mind working for us 
instead of volunteering?...I would say "Yes" at a moment’s notice (7-12). 


Page 58 


IDEAL: Integrating People with Disabilities into Every Aspect of Living 
INCOME 


In each of the 20 focus groups, participants spoke of themes related to income and financial stability. 
The ideas expressed are summarized under the following sub-headings: General Comments, Pensions, 


Work and Disability, Specialized Needs. 


ENERAL COMMENTS 

Generally, participants thought there was confusion about available disability pension plans. There 
are many different plans, covered by different levels of government and with different criteria for 
eligibility. It was noted that depending on the “cause” of disability, some people received more benefit 
than others, despite similar financial needs. 

Others said that pensions cannot be added together, i.e.; a Long Term Disability pension and a 
Workers Compensation Board Pension (WCB) or Canada Pension Plan, Disability Benefit (CPP) which 
result in a loss of income to the individual, and often to a whole family. Consumers with families said 
that financial strain just increases the emotional upheaval of having a recent traumatic or acquired 
disability. Some participants spoke of families breaking up under this added stress, and of spouses having 


to quit work to provide care, thus compounding the family financial problems.. 


PENSIONS 


Problems accessing government sponsored pensions, especially the provincial disability pension, 
(GAINS - D (known colloquially as FBA) were often mentioned. In general, accessing a pension was 
seen as a complex and confusing activity. 

Some participants described difficulty in qualifying for an FBA pension if their disability was not 
clearly labelled and visible. Others were not eligible to apply for an FBA pension, because their spouses 
were working. 

Other consumers were afraid that if employment was terminated, they would have great difficulty 


regaining access to their pensions. Finally, pensions provide income below the poverty level established 


for Canadians. It was noted that the discrepancy between pensions to senior citizens and to the adult with 
a disability, is ever-increasing: 


We proved that the government fully-intended that GAINS - A and GAINS - D were 
meant to be equal. GAINS - A for seniors and GAINS - D for disabled. They were 
$.35 apart ... I don’t know why they didn’t make them the same. They set the GAINS - 
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A to increase every quarter with inflation and didn’t with GAINS - D, they just every 
couple of years, they just give.us a little extra (14-24). 
Adults with disabilities feel that they are truly at the "bottom of the ladder” and not receiving enough 
money to “live” but only to “exist”. 
As many group members revealed being young and disabled is not the same as being a senior citizen 
and living on a pension. A few of the extra costs of being disabled and living in the community are: 
- home help for cleaning and shopping 
- over-the-counter and highly-specialized medication 
- splints 
- batteries 
- bathing equipment, commodes 
- second wheelchair or hearing aid costs 
- extra or specially modified clothing 
- special diets 
- extra travel costs, sometimes by taxi 
- 24-hour child care when in hospital 
- rubber gloves for personal care attendants 
- driving modifications for a car 
The following emphasizes how pension levels are not assessed according to the needs of the 
individual: 
We have some people in our group who turned 65 and we filled out the papers for them 


and all of a sudden they are $250 a month richer. Its just, I mean their needs didn’t 
change. If anything they decreased, rather than increased. 


How do you see them decreasing? 


Well, you’re not quite as active when you get to be 65 you don’t ... perhaps you don’t spend 
quite as much on food, you’re not spending as much on transportation and going out, you’re 
not getting educated you know, even to buy clothes, you’ve got a wardrobe and you’re 
probably not going to be buying as much as when you’re younger or when you wanted to be 
more in style whether its for social or for education or for work... (14-25). 
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Some participants said that limited funds forces them to become more dependent on their families. 
A lack of reasonable income adds stress to family life and in some cases makes the member with a 
disability feel like a burden. 

While some participants said their FBA incomes met basic needs for food and subsidized shelter, little 
money was left for any special needs or for fun, leisure or vacation. Also, if pensions increased, so did 
subsidized rent, thereby negating any advantage to the consumer. 

Another point frequently related to FBA, was the limit placed on the amount of savings an individual 
could have. In addition, this was constantly monitored by the government. Adults with disabilities who 
wish to get married, cannot afford to save to buy furniture or move out of their parental home. 

As well, those who have a disability because of trauma may lose their own, and their family’s life 
savings before they become eligible for government support. 

Consumers noted several special problems related to pensions. Quite bluntly, they said that a family 
cannot live on a disability pension. There is just not enough money. As well, if the adult with the 
disability is temporarily in hospital, their pension is cut, resulting in problems keeping up with rent and 
other fixed expenses. For those in hospital for a longer period of time, the "comfort allowance" given 
back to the consumer for pocket money is very minimal and does not cover expenses: 

We have a friend who is in a nursing home who has MS. His pension is about $600 a 
month. He has been placed in a nursing home, they take $500 from that man for his 
room and board and he’s left with $100 a month. Alright the man smokes, that’s all 
the man does. Because on a $100 a month he can’t do anything else. He can’t go out 
to dinner, he can’t go out and do anything. Why is that man only getting $100 a 
month. He sits in that nursing home day in and out and he’s a gentlemen of 52 years 
old and he’s in with 80 and 90 year olds who are senile, can’t talk, and he sits there and 
sits there and sits there and watches the television set. He sits there and from this $500 
they take this man gets kidney beans or instant mashed potatoes. If you believe the 
meals he described to us, honest to God its pathetic. And they let a man like that have 
a $100 a month? Who can exist in this day and age, the guy can’t even buy a chocolate 
bar for himself (17-34). 

Several consumers described how the new Goods and Services Tax increased their costs and was not 
totally refunded to them. Still others said that the side benefits that come with a pension, such as a drug 
benefit card, are often required even if the pension is no longer being collected. 

Concerns were raised about the Canada Pension Plan. In particular, consumers receiving the CPP 


cannot become employed without the whole pension being immediately cut. There is no allowance for 
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any earned income if receiving a CPP pension. People are either disabled and deemed unable to work, 
or, able to work and totally self supporting. 

Further, if a CPP pension is stopped because of employment, it cannot be reclaimed if the 
employment ends. People must reapply as if they had not previously been known to the system. 
Consumers suggest phasing out CPP gradually, or topping up wages until employment is secure. 

Consumers said that WCB benefits continue even if some reemployment is achieved post injury, and 
some income is earned. Consumers believe this to be a better system because it appears to encourage 


reemployment. 


WORK AND DISABILITY 

The adult with a disability is often discouraged from seeking employment. Many participants spoke 
in particular about wanting the benefit of the drug coverage when they begin work, and to have it 
gradually phased out. Similarly, some participants wanted the FBA pension itself to gradually phase out 
as employment becomes secure. The fact that there is a very low limit of earnings allowed with the fuil 
FBA pension, is also a disincentive to seeking employment. As many people said, the extra costs of 
working; increased transportation costs, increased wear and tear on wheelchairs, clothing appropriate for 
the work site, paying for attendant care assistance at work, the loss of drug coverage; and the loss of 
pension, combine to discourage the adult with a disability from seeking employment. Rent subsidies may 
also be lost, and if the employment situation does not work out, a major financial crisis can occur. For 
those participants whose health is not always stable, the risk of such a financial crisis is just too great to 


take. 


ECIALIZED NEEDS 


Some participants spoke of very specific problems related to finances. Due to severe physical 
limitations, some participants have difficulty signing cheques and suggested that photo identification be 
used as an alternative to the requirement of a signature. Others said that as they matured from childhood 
to adulthood, issues of trusteeship of their money should routinely be re-examined. Several persons 
living in institutions expressed the wish to have more direct access to their own money and to have more 


training in budgeting and money management. 
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FAMILY 

Consumers frequently talked about the various stresses their disabilities cause for their families. 

Those who acquired their disabilities through trauma or disease processes recognized the shifting of 
roles within the family. Changes with the marriage, between parents and children and because of lost 
income can be difficult. Families have to adjust to the disability and relate to each other in different 
ways. 

Many participants, no matter what the disability, talked of the financial and emotional strain on the 
family system: 


But my experience in the last year, my family has completely and totally being burned 
out. Fortunately, I’m better than I was, eight months ago, I thought my marriage was 
going to break up. My kids were stressed out. It’s still at the point where people in my 
family are having to start a recovery now. I’m looking at the coming year as the 
healing year. The stress that the family goes through is incredible (1-16). 


Others felt that the emotional stress and extra physical strain can easily lead to family caregivers 
becoming ill or disabled. But participants also said they needed a strong family unit to meet their special 


needs, and to help to advocate for appropriate services: 


When I lived alone, If I had this injury when I was a bachelor living that. way, I would 
have lost the apartment. I would have lost my income. I would have lost as many 
people do, everything. But in this case, I had family backup, just lucky (16-20). 


For those living in institutions, there is the extra strain of being separated from spouse and children: 


1 have a problem...I see my husband about three times a week. If I need 
a hug this afternoon, I have to wait until Saturday (13-18). 


Even participants who live in the community feel the loss of family support for many reasons: 


Most people that live in our project don’t have family, don’t have them or don’t have 
them within close enough distance....to be much help. So, like my mother is seventy five 
and she lives out of town. She can’t do much for me even if she would you know, and 
I don’t have anyone else. A couple of cousins that are spread around, but they’ve got 
their own lives and are busy. I’ve never been close to them. And they never had time, 
and so I mean, I don’t really have anyone to call on (14-29). 


Still other people spoke of family problems, including sexual and physical abuse: 


I’ve got three different people I know. In each case within their life, two out of the 
three have been sexually abused by their parents. Now, where are checks and balance 
in the system...to watch the family environment. Now, what these people are, not 
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mentally disabled, their emotional problems have developed through family 
environment. Because there isn’t the ongoing accessibility of the social worker. You 
have two or three family member saying, "oh, io don’t worry about it, it’s not a 
problem with us, it’s her". They are all telling the social worker the same thing. The 
social worker tend to believe the three people over the handicapped. One friend cannot 
see the social worker alone. Each one is so insecure within themselves that they can’t 
reach out and ask for help for fear of reprisal from the family, including beatings (19- 
22). 


Emotional stresses on people with disabilities are frequently compounded by financial strain. Loss 
of family income after acquired disability was often mentioned. Being disqualified for a disability pension 
because of a working spouse, extra costs for equipment and home making services were also mentioned. 
Moreover, there are accounts of spouses having to stop work to care for family members because 
subsidized home support was unavailable. 

Parents had particular concerns. They mentioned the extra strain their children endure, emotionally 
and economically due to living with a disabled parent. Several participants felt that they experience more 
difficulty parenting children than do parents without disabilities. One parent reported that she was not 
eligible for home support services to assist her in her parenting role: 


For hospitalization, I’m a single parent, I have a seven year old son. There are no 
support services in this area to care for my son when I am in the hospital, and I need 
twenty four hour care. This summer I spent the entire month of August in hospital. 
(name of Agency) refuses the care of my son. The Region’s Day Care, they would 
subsidize a worker for fourteen hours per day. I need someone for twenty four hours. 
They don’t have anybody willing to take my son on a twenty four hour basis, or come 
into my home and watch him even if they, you know, do eight hour shifts, or whatever. 
And it’s very frustrating. Like, what am I supposed to do with my son when I’m in the 
hospital?...When I came out of the hospital in September, I had no help at home. I 
could barely get up and out of bed and my son was at home with me and I’m supposed 
to cook, clean, take care of him and take care of myself (18-5/6). 


Many ideas were generated about what would help families. Those with acquired disabilities 
suggested earlier and more accessible supportive of counselling. Others mentioned the need for 
counselling and support for families between the various phases of the medical rehabilitation process. 
Other participants felt a more active case management system should be available from the early days of 


the disability onwards. 
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Mentioned earlier was the desire for extended services; weekend home care, so that the adult with 
disabilities can have weekends home from hospital; appropriate community resources such as home 


making, and increased financial assistance are some suggestions for helping families cope. 
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EDUCATION 
Four sub-themes were identified by consumer focus group members in the area related to education. 
They are: Education of the Public, Education of Professional Caregivers, Self Education By People with 
Disabilities and Formal Education For People With Disabilities. 


EDUCATION OF THE PUBLIC 


In many focus groups, people wanted to make the public more aware of the causes and efforts of 
disabilities. Although some participants felt that public education would not change the way people act 
toward people with disabilities, others felt that more effort was necessary to try to effect change. Media 
methods used to draw attention to AIDS and drug abuse were given as examples of successful campaigns 
to change attitudes. 

Other group members recognized that changing attitudes is a slow process. It requires a multi-level 
approach to educating the public and professionals. Professionals may have expertise in a given area, but 
may not be aware of how issues and attitudes related to disabilities can affect their work. 

One participant said that collaborative efforts have proven successful in Hamilton-Wentworth. For 
instance, the Ramping Sub- Committee of the Regional Advisory Committee for the Physically Disabled 
is represented by politicians, engineers, planners, and adults with disabilities. These people have jointly 
addressed the issues of curb-ramping in this Region. By working together with consumers, those with 
technical expertise have began to recognize more fully the effects their work had on the user of the 
system. And consumers began to understand the complexity of the issues involved. 

The example above closely related to the model that most consumers envision as facilitating the 
education of the public. This model integrates people with physical disabilities into the mainstream of 
community life: 


...here’s been this attitude that this is for the "disabled" and this is for "normal people" and 
never the twain shall meet (7-24). 


EDUCATION OF PROFESSIONAL SERVICE PROVIDERS 

The education of professional service providers also addresses improving attitudes towards people 
with disabilities. Themes presented in the section on prejudice and discrimination were often associated 
with service providers. Some focus group members believed that consumers with disabilities should be 


more involved in educating professional caregivers, others cautioned it must be qualified consumers only: 


Page 66 


IDEAL: Integrating People with Disabilities into Every Aspect of Living 


..-Training is the first area, education. Getting disabled people involved I suppose 
would help but then from my point of view, I would like to see more disabled people 
involved. But if they are going to be involved they should be qualified. The fact that 
you have a disability doesn’t always mean that you know all the answers (20-28). 


While some participants spoke of improving the technical abilities of providers, for example, better 
training in using Hoyer lift devices, others wanted service providers to learn about the special needs of 


particular disabilities so that caregiving relationships would improve. People with hearing impairments 


and acquired brain injuries were among those with invisible disabilities having specific service needs. 


SELF EDUCATION 

Some consumers desired more education for themselves about disabilities, equipment, treatment 
techniques and other related topics. They said it was valuable to learn more about their own disabilities, 
so that they could act on their own behalf as consultants to their service providers. 


Others wanted more chances to learn life skills, such as how to solve problems and make decisions. 


Several felt that their sheltered lives and lack of opportunities had given them few occasions to learn these 
skills in the past. Others noted that some adults with disabilities also needed opportunities for personal 
development: 


... Our attitude can make a big difference too, because if you want to make somebody’s 
life miserable, we are good at it. So if you have the attitude that you are going to make 
everybody’s life miserable and people get to know that, then they are automatically 
going to ignore you anyways. So partially, I suppose to some degree our attitudes, or 
some of our attitudes have to change (20-28). 


FORMAL EDUCATION 


Formal education in the past did not often accommodate the special needs of people with disabilities: 


---l took sick at seven years old, and then I had been in hospital for the majority of the 
time from then on...I used to like school, but then every time I went back to school they 
put me down a grade. I was so sick, so I kept losing what I did learn, and they kept 
putting me down all the time until I got to the fourth grade and I said "just forget it". 
Then I stopped, and when I went to the sanatorium, then they wanted me to go to the 
third grade. I went to the third grade and I took sick again, and I forgot what I had 
learned and then they wanted: me in the third grade again and I said "no way", so I 
never went back. Then, I got no interest in school whatsoever ( 5-20). 
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Many others said that education, although necessary for well-paying jobs, had been denied them: 


--- I decided to access the VRS and a few other things, and I went to a university and 
I said to them, "I’m interested in this program and I’ve come to talk to somebody and 
find out a little bit more about it, and the kind of things that would be involved, what 
the future possibilities were and where it would lead me. I do read a lot of literature, 
so I wasn’t going there totally blind. I went in knowing a little bit, but I wanted to hear 
them give me their speel. The person there who was in charge of the department said, 
"Well, what’s the matter with you?" I explained just what the situation was and he 
said, "Well, really dear you might as well go home and apply for your disability 
pension, because we really can’t take you on. We have got so many really good students 
who are quite capable, and I mean, in a few years you probably won’t be able to do the 
work anyway, isn’t that something as you get older it gets worse....(17-40). 

Even with limited opportunities in the past, still other consumers said they wanted to continue their 
education despite many current barriers. 

One of these barriers is the difficulty in getting funding for education. Costs of transportation, 
tuition, books, and attendant care support can be difficult to cover, especially if Vocational Rehabilitation 
Services (VRS) funding is not available. To get VRS funding several participants pointed out you must 
be highly motivated and have a work-oriented education goal. Similarly, those on UIC benefits do not 
get financial assistance to cover the costs of education. For those wanting to continue education within 
the high school setting after the age of 21, funding is also not available. 

Many individuals said that education is viewed as beneficial only if it is oriented to skills training. 
While some consumers want education to lead to employment, others talked about education for its own 
sake. These people said education is not always job oriented for the public and people with disabilities 
should not be treated differently: 


.-- Now a blind person gets to go to school, its all paid for, its all free. And they don’t 
have to prove that they are going to be employable when its finished. A person you 
know from public school or something like that, can go to college and get all that 
covered because they might get a job. It’s all paid for by unemployment and all sorts 
of special programs. They don’t have to prove that they are going to have a job forever 
and never be on social assistance again (14-23). 
In general, all participants wanted the formal education system to be more responsive to their 
individual needs. Consumers want more voice in designing programs that match their skills and abilities. 
They want the type of supportive learning environment that they find at the local community college, 


where they can access support from staff who know, and in some cases, experience many of the same 
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disabilities as the students themselves. Small class size and special assistive devices and techniques can 


help make learning a positive experience for the adult with disabilities. 


Page 69 


IDEAL: Integrating People with Disabilities into Every Aspect of Living 


RECREATION/LEISURE 


Consumers spoke about three different aspects of leisure: Out of Town Activities, Local Public 
Activities and Clubs. 

Generally, consumers noted that they have little opportunity for fitness and fun. Many said they have 
too little money to go out, transportation can be a problem and they often need an attendant to accompany 


them. Some said that they lack information about available, accessible recreation and leisure resources. 


OUT OF TOWN ACTIVITIES 


Out of town activities are difficult for the adult with disabilities to manage. The problem of 
arranging out of town travel has been addressed in this report, but it can be emphasized again as a major 
impediment to opportunity. 

Further, overnight accommodations may be difficult to locate, and if hotels indicate accessibility for 
wheelchairs, this may not be accurate. People with hearing or visual impairments also noted the lack of 
accessibility features in many hotels and motels. 

An additional problem is that consumers may need to rely on family or friends to provide attendant 
care services. Several participants said that although health care costs are covered out of the province, 
attendant care coverage is not available. This can be either an extra expense or, in most cases, it means 
that the adult with the disability has to stay home. 

For many consumers out of town travel is limited to organized trips, where access issues and 
attendant care services are pre-arranged by the coordinating organization. With agency cut-backs, 


consumers said that such trips are no longer readily available. 


LOCAL PUBLIC ACTIVITIES 


At a local level, consumers noted that although progress is being made in making churches, theatres 
and specialized fitness centres more accessible, there is still room for improvement. Adults with 
disabilities want to access all fitness centres and cinemas. Many pointed out that they don’t want to sit 
behind a wall at the back of entertainment centres. Still others would like to get into bars and restaurants 
with their non-disabled friends. Integrated, accessible leisure and recreational activity is the goal for 


many consumers. 
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CLUBS 
Some consumers prefer to have their own special clubs or activities, Others wanted more opportunity 
to go to camp, to swimming programs, or to have a place to meet for coffee and crafts. In segregated, 


special programs, many people felt friendship and support is fostered. 
ADVOCACY 


Many people talked about needing to "fight" for their rights, the right to see their own medical files, 
the right to get a pension, the right to have independent housing. In many different ways, participants 
spoke of needing to become more articulate and to define their own needs. 

While some consumers wanted other people or services to advocate for them, many other participants 
wanted to develop their own advocacy skills. Although many individuals already write, telephone and 
petition elected politicians, or use the media ‘to lobby for specific issues, others felt that as a group of 
citizens they must unite together to have a more influential voice. Many consumers recognized the 
difficulty inherent in organizing people with different disabilities and interests, yet the benefit of collective 
group action was repeatedly noted: | 


.-. Hey, I’m just one person, but if I join my next door neighbour and all the people 
around me, and they all have the same concerns, the same problems, the same issues to 
resolve, we are a lot stronger, and we are not tied to any political process.... I think one 
voice and one strength of a group together would be more effective (17-30/31). 
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B. INFORMAL CAREGIVERS 
This section will focus on the results of the caregiver focus groups. The themes will be presented 
under the following headings: 


Prejudice and Discrimination 
Service Delivery System 

In Home Support Services 
Hospital/Institutional Care 
Housing 

Environmental Accessibility 
Transportation 

Income 

Employment 

Personal and Family Responses 
Education 
Recreation/Leisure 

Advocacy 

These themes reflect comments from family and friends of adults with disabilities. Unfortunately, 
few exact quotes are available as the group sessions were tape recorded but not transcribed. It is 
impossible to accurately relay the emotion and the frustration expressed by the caregiver participants, but 
the report will try to portray the wide range of feelings and opinions expressed. 

One family caregiver was unable to attend a focus group. Appendix E is the text of a report she 
submitted and which she has agreed to allow the LTCS to reprint as part of this project. We have 
changed only the names of the family members. The text is unaltered. 

Some opinions and ideas presented here are similar to those already recorded in the consumer focus 
groups, and will not be repeated in detail. Those themes which relate specifically to the role of the 


family member who provides informal, unpaid care wil! be highlighted. 


PREJUDICE AND DISCRIMINATION 
Informal caregivers spoke of experiencing feelings of prejudice and discrimination personally, as well 
as on behalf of their relatives. They expressed anger and frustration in coping with feelings about how 
their relative is viewed by society and service providers. At the same time, caregivers cope with how 
they perceive themselves to be viewed. In effect, they experience a double dose of prejudice and 


discrimination. 
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Caregivers spoke of feeling judged and misunderstood when they must defend their own opinions 
about the ability and needs of their relative. If the disability is hidden, abilities can be over or under 
estimated, leaving the caregiver feeling frustrated and misunderstood. The role of interacting with 
professionals often falls to caregivers, because service providers address them rather than the adult with 
the disability. This demeans the relative with the disability and too frequently places the caregiver in a 


mediating/advocating position. Non-acceptance of family members is very distressing to many caregivers. 


Caregivers also felt that there is little appreciation by service providers for the role, responsibilities 
and knowledge of the family caregiver. And needs of the family are not adequately included when 
planning for services. Families feel they are denied full information about medical problems and that 
service providers do not actively listen for the caregiver’s or consumer’s input. Several caregivers 
thought service providers focus too much on curing and not enough on caring. 

Similarly, caregivers said their own extended families and friends are impatient with the restricted 
lifestyles they must lead. Friends and family may lack understanding of the needs of the relative with 
the disability and the heavy burden of time and physical care this can place on the caregiver. Friends 
and family fail to help the caregiver in concrete or emotional ways which can result in feelings of 
rejection, isolation, anger and resentment on the part of the caregivers. 

In summary, caregivers related to the same themes of non-acceptance, vulnerability, being judged 
and patronized as described previously in the consumer results section. They see their relative 
experiencing discrimination, and they too, personally experience the effects of prejudice and 


discrimination. 


SERVICE DELIVERY SYSTEM 
Caregivers expressed concerns about the delivery of support services under three sub themes: 


Information, Access to Services, and Coordination of Services. 


INFORMATION 
Caregivers repeatedly stressed that one of their main jobs is to continuously seek out information 
about available services. This is an exhausting, frustrating, time-consuming and repetitive task. Among 


the questions caregivers want to ask, are: 
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. What services are offered? 

. How to ask for services? 

. What to ask for? 

. What to expect/not expect from services? 

. Which service providers to deal with? 

Caregivers want to know how services and programs inter-relate. There is a need for information 
in all sectors of life: medical services, transportation, financial assistance, home support services, 
education/employment services and caregiver supports. 

A comprehensive, centralized information service that would provide information and help negotiate 
between the systems is needed. For the most part, caregivers were unaware of the existing telephone 
information services and felt that accessing information must be made easier in order to lighten their 


burden. 


i ACCESS TO SERVICES 

Caregivers talked about the complexity of the system when trying to access services. The multiple 
levels of bureaucracy involved, the duplication of medical services, the confusing program eligibility 
criteria and the mix of profit and not-for-profit programs were some of the concerns expressed. 
Caregivers believe medical involvement is sometimes unwarranted, but in order to access services, 
professional intervention may repeatedly be required by the system. | 

Caregivers expressed the desire for a client-driven, rather than a professional or systems-driven, 
process of accessing services. They requested that they and their relative be asked what is needed, 
instead of being told what is available. A more flexible system of services, with shorter waiting lists and 
the possibility of direct funding to families to purchase the needed services, were among the ideas 
suggested. Another suggestion from caregivers was that they be paid to provide care to the relative with 
the disability. 

Generally, caregivers said that better use of available financial resources would be made if they were 


more involved. 
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COORDINATION OF SERVICES 
As consumers of services mentioned, caregivers also noted that there is a lack of coordination 
between service sectors, like housing, renovations programs, equipment, home support services, respite 
care, assessments, transportation, pensions and employment services. Timing in the delivery of services 
can be an issue, as people may be “shuffled” from one agency to the next in an effort to meet inflexible 
eligibility criteria. 
Caregivers emphasized that a poorly coordinated system of services increases pressure on the whole 


family. 


IN HOME SUPPORT SERVICES 

Caregivers commented on several themes related to in-home support services. 

Caregivers say they are often confused about the source of services. Labels such as "Homecare", 
"Homemaker", "Worker", "Attendant", blend together in the caregiver’s mind. The caregiver is 
concerned about the services needed by their relative and is confused about the different levels of workers 
and what to expect from them. Caregivers see the needs of their relative in an holistic way, not 
fragmented into different sections corresponding to different program mandates. 

This confusion reflects the lack of flexibility of in-home support services. Caregivers said services 
are not geared to the needs of the individuals or to the needs of the caregiver. Programs often do not 
provide services on weekends, in the evenings, or on a shift basis which would accommodate caregivers 
who also work outside the home. Several caregivers state that they have had to change daily schedules 
to accommodate the availability of in-home support workers. Others said that the restricted number of 
hours of service did not always meet their needs. 

In addition, better education of support workers was recommended, as well as improved matching 
of worker and family to ensure continuity. Caregivers report that in-home staff are sometimes unsure 
of their duties, of specific skills or techniques or of appropriate attitudes. Suggestions were that 
"homemakers" could be better paid, thus attracting a higher calibre of worker, or providing direct funding 
to families to purchase their own home support services. As well, caregivers believe that better 
monitoring by case managers is needed. Changes in services might be noted and attended to if case 


managers consulted regularly with families. 
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Overall, caregivers spoke passionately about wanting better information, access and coordination of 
in-home services, in order to care for their relatives in their own homes. Keeping their relatives in their 


homes was the objective of the majority of caregivers who participated in the focus groups. 


HOSPITAL/INSTITUTIONAL CARE 

Hospitalization of the relative with the disability raises concerns about the quality of in-patient care. 
Caregivers have discussed understaffing problems, and they believe staff have limited knowledge of 
disabilities. Familiarity with Bliss Boards, for example, is extremely rare. The person who relies on a 
Bliss Board to communicate is ignored unless someone can interpret his/her needs. Emotional support 
of their hospitalized relative is expected, but caregivers often take over feeding or bathing duties when 
staff are late or busy. Shift changes mean that caregivers must repeatedly reinstruct hospital staff about 
the care their relative requires. Caregivers who want to assist their relative suggest hospitals provide 
space for them to stay. 

They also noted long waiting lists for assessments, rehabilitation services, respite or chronic care 


placements and other talked about the lack of residential respite services. 


HOUSING 

Points raised about housing were reiterated by caregivers. There was concern about home 
renovations being costly, time consuming and generally difficult to access. Financial assistance programs 
for renovations have very low maximum grant levels per household. Caregivers must cover any costs 
exceeding the grants, thus often depleting their savings and incurring debt. Reimbursement, if approved, 
takes many months to receive and in the meantime the family carries the financial burden. 

Renovations that may be necessary may not be covered by assistance programs. For example, one 
caregiver described wanting a ramp for a second accessible entrance because the first entrance had an 
electrically driven porch lift. There was a potential danger of malfunction in the event of a fire, but the 
electric lift was considered sufficient. Others noted that financial subsidies are only available for owned 
buildings and not for rented housing. In addition, renovation grants are given once. Grants will not be 
given again to fund further renovations because of degenerative disabling conditions or changed family 


circumstances. 
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Caregivers also spoke of the long waiting list for accessible, affordable housing. They said that 
accessible housing for families is rare and would like all new construction to include some accessible 
units. | . 

Accessible buildings tend to become ghettos for those with disabilities. Caregivers wish to live in 
the communities that they have always lived in, as friends and neighbours are a source of support. They 


recommend accessible housing across the Region and more flexible, accessible home renovation grants. 


ENVIRONMENTAL ACCESSIBILITY 
Similar to consumers, caregivers raised concerns about environmental accessibility. Although access 
to buildings and to the community at large is improving, caregivers still recounted having to take relatives 
through rear doors, kitchen entrances, and into freight elevators, to access buildings. 
Once inside buildings, caregivers were acutely aware of the problem of accessing appropriate 
washroom facilities with a relative of the opposite sex. They said there is need of more unisex accessible 


washrooms where they can enter to provide personal assistance to their relatives. 


TRANSPORTATION 

Caregivers expressed concerns about the parallel transportation system. Most of their concerns are 
similar to those of consumers. For example, they noted that their relatives with disabilities may be late 
or too early for work, meetings, programs, school, etc. Sometimes rides are missed and sometimes the 
adult with disabilities is left unsupervised if dropped off too early for programs or picked up too late. 
Participants said problems with para transit shifted responsibility for transportation to caregivers, adding 
more work and decreasing relief time. 

Comments about the public bus system included concern that the system does not adequately cover 
the whole Region. Homemakers, sent to provide in-home support services, often need public 
transportation to get to the home of the person with the disability. If there is no convenient bus service, 
support to the family becomes much harder to arrange. 

Caregivers also felt that the public bus system should become more accessible to people with 
disabilities, but that the parallel transportation system should remain to assist persons needing specialized 
care. More adapted taxis and more ambulances to transport adults with severe disabilities to and from 


hospitals were also suggested. 
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INCOME 

Caregivers outlined many extra expenses related to having a relative with a disability. Some of these 
extra costs are for special clothing, diets, transportation needs, child support, glasses/hearing aids, 
increased home support, respite care, mobility/assistive devices, recreation and home renovations. The 
caregiver must either pay directly for these expenses, or spend time and energy searching for funding 
from various sources. 

Many caregivers noted that they lose privacy and pride if they seek financial assistance, as most 
government subsidies are means tested. In some cases, savings are depleted before assistance is available. 
As a result, caregivers may be left without savings for their future. Caregivers said that U.I.C. and 
Welfare are the only financial options for the caregiver who has no income and no savings. These 


options, however, are seen to have negative stigmas and are therefore avoided. 


EMPLOYMENT 

Caregivers’ concerns about income were related to their ability to retain employment. For some who 
wish to work outside the home, getting sufficient home support service for their relative was a major 
problem. Many caregivers must leave work to attend to crisis, assist their relative with transportation, 
or accompany them to appointments. Outside work may be "therapeutic" in that it provides a change or 
respite from care giving, but the worry of leaving their relative makes employment difficult. In addition, 
family members assume caregiving responsibilities after work, resulting in no rest or relaxation time at 
all. The responsibility of caregiving inhibits many from seeking or retaining outside employment. The 
option of paying family members to provide personal care appealed to several participants. 

Some caregivers, with employable relatives have extra responsibility to organize job retraining, job 
interviews or transportation to work. 

Caregivers agreed that opportunities for the adult with a disability to be gainfully employed are 
limited by architectural, transportation, financial assistance and attitudinal restrictions of the current 


system of services. These barriers to employment were more fully described earlier. 
PERSONAL AND FAMILY RESPONSES 


Most caregivers expressed their sense of loneliness and isolation from those around them. They 


talked of feeling distant from friends, neighbours and even extended family members, because the focus 
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of their lives revolved around providing care or managing the "systems". These people have no time for 
leisure or socializing and they said they forfeit spontaneity in their own lives in order to provide care. 

Several people said their extended families have difficulty coping with the lack of a "cure" or 
improvement in the condition of their relative. The emotional strain sometimes results in further 
withdrawal by extended family, and increases the isolation of the caregiver. 

Other participants said that their extended family did not know "how" to help. Sometimes, personal 
care between father/daughter and mother/son is difficult. As well, extended family members may live 
far away and be occupied with their own families and jobs. 

Roles within the immediate family change when a family member becomes disabled. Intimacy 
between spouses is gone or limited, as the caregiver role supersedes the marital role. Caregivers feel that 
there is no emotional support to assist with these changes, and little flexibility or support from service 
providers and programs. 

Caregivers said repeatedly that they acquired the responsibility to mediate between their relative and 
the outside world. This added role is often stressful. 

Many caregivers feel that the future looks bleak. With savings depleted and their own age advancing 
they worry about who will look after the disabled relative when the caregiver’s health fails. Generally, 
participants felt the emotional, physical and respite needs of caregivers were overlooked. Taking care 


of the caregiver was seen as having a very low priority. 


EDUCATION 
Caregivers shared the vision of consumers regarding increased public education about disabilities. 
They believe that greater awareness will lead to greater acceptance. 
Special difficulties with the formal education system were also noted. Caregivers talked about the 
need for more assessment and special education resources for the adult learner, and the need for special 
accommodations such as assistive devices, and parking for the disabled. Increased coordination between 


the multiple levels of the education system was suggested. 
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RECREATION AND LEISURE 
Very often, caregivers cannot participate in leisure activities without adequate respite or attendant 
care for their relatives. Concern about the quality of respite care, or the lack of respite care, prevents 
the caregiver from enjoying leisure time. 
Sharing recreational interests with their relative is also difficult because of a lack of financial 


resources, limited transportation and architectural barriers. 


ADVOCACY 
Caregivers said that advocating for services for their relatives with disabilities often becomes their 
responsibility. It requires much energy and time and greatly increases emotional stress. Caregivers do 
not believe they should have to ask repeatedly, or appear desperate, in order to receive needed service. 
They suggested a more coordinated, complete information service would alleviate some of this 
stress. An independent advocate or negotiator for services would relieve the caregiver of some of the 


burden of advocacy. 


C. SERVICES PROVIDERS 

The information collected from service providers was collated and reported by The Social Planning 
and Research Council of Hamilton and District, on behalf of the LTCS. The final report is titled, "The 
Needs of Persons With Disabilities in Hamilton-Wentworth: Service Providers Perspective". The report 


has been reproduced as submitted in the following: 
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There was a strong consensus among the participants about the following general principles of service 


planning and delivery for persons with disabilities: 


1) The primary focus of all services should be upon the empowerment of individual consumers. 


2) The empowerment of persons with disabilities is a necessary pre-condition for the facilitation of 
independent living among persons with disabilities. 


3) All services must be planned and delivered in a way which respects the individual differences 
within the population of persons with disabilities. 


It was recognized that these basic principles may require a philosophical shift among service 
providers. This shift is best summarized as a need to view disabled persons as “consumers” rather than 
"clients" and to view formal providers as “facilitators” rather than as “experts”. 

In application to programming, these principles require a general increase in the capacity of the 
service system to provide individualized programming to individual consumers. There was a general 
consensus that the current structure of services requires the consumer to "fit into” the services rather than 
an emphasis upon the services "fitting" the consumer. It was noted that one approach to enhancing 
individualized programming is through the use of "individualized funding” which would provide 
consumers with the funds to exercise choice in the purchase of resources. 

The application of these principles also requires that consumers and providers be well-informed about 
available resources, rights and responsibilities. The provision of information to consumers is a critical 
precondition to empowerment. In addition, an effective empowerment of disabled persons requires a 
willingness, on the part of professionals, to share their knowledge and skills with consumers. 

Within this general framework, a number of key service needs were identified. In the remainder of 


this report, the identified needs are categorized according to general need classification. 


1. The Need For Increased Human Rights Protection and Advocacy 
There is a need for individual advocates to assist consumers in ensuring equitable access to all of the 
opportunities afforded to residents of Hamilton-Wentworth. This includes issues of access to all 


programs, organizations and institutions which are available to all members of the community. 
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2. The Need For Supports To Infermal Caregivers 

The purpose of services within this sector is to enhance the capacity of family and other informal 
caregivers to provide the supports which are required by consumers. Specific service needs identified 
were: 


a) Flexible system of respite care in the home and the community. 
b) Crisis intervention services to assist with emergency problems. 
c) Supportive counselling to assist in the development of the required knowledge and skills among 
informal caregivers. 
3. The Need For Compensatory Home Supports To Disabled Persons Living Independently In The 
Community 
Specific services which were identified, included the following: 
a) Medication monitoring services. (in home) 
. b) Groundskeeping and heavy housekeeping services. 


c) Integration of homemaker and attendant care services with a greater flexibility in delivery. 


d) A phone-in "reminder" service. 


4. The Need For Adequate Mobility/Transportation 
Specific services included: 
a) Adaptation of public transit system. 
b) Loan/rental service for adapted vans. 
c) Enhanced wheelchair repair, delivery and funding. 


d) Increased funding for assisted devices and more flexible eligibility criteria. 
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5. The Need To Assist Consumers With Life-Cycle Developmental Issues 


This category included services, usually of a counselling nature, to assist consumers with the 


resolution of developmental needs. In addition to general life-skills services, the following specific needs 


were identified: 
a) Social skills and behaviour management programs. 
b) Sexuality counselling. 


c) Physical fitness programs. 


It should be noted that there was also an identified need for more tolerance among the public for the 
special challenges of disabled persons. Disabled persons should not be expected to function at a higher 


level than the general population. 
6. The Need For Economic Security 


Services identified within this category were all related to the need to provide an adequate standard 


of living for consumers through either adequate income supports or improved employment opportunities: 
a) Increased levels of income benefits. 
b) Job coaches. 
c) Attendant care at the work site. 


d) Greater opportunities for higher education. 


7. The Need For Appropriate And Affordable Shelter 


Within the area of sheltered needs, there was a general consensus about the need for a continuum of 
housing alternatives which respects individual differences within the consumer population. The discussion 


emphasized a need for barrier free design which is integrated into the community. 
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8. The Need For Adequate Safety And Security 
This general need was identified as a result of the vulnerability of disabled persons with respect to 


emotional, physical and sexual abuse. No specific service options were presented. 


PLANNING IMPLICATIONS 
In addition to the service issues identified above, a number of general service planning needs were 


identified: 
1) The need to empower consumers in the planning of services. 
2) The need for increased joint-planning and co-ordination. 
3) The need to plan for services which are sensitive to racial/cultural differences. 


4) The need to better anticipate the needs of consumers as they move through the life cycle. 


LIABILITY AND LEGAL IMPLICATIONS 

The philosophical shift which was identified in the introduction to this report and the emphasis upon 
independent-living, requires an increased acceptance of "risk-taking" among consumers. This, in turn, 
requires a less protective orientation among service providers. In furthering this transition, it is important 
that service providers clarify the liability issues related to increased risk-taking among consumers who 


are receiving services from them. 


MP/ms/09 
Rev. May, 1991 
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CHAPTER 4 
PRIORITIZING OF NEEDS 
STAKEHOLDERS’ MEETING 


PURPOSE 

The Stakeholders’ Meeting involved bringing consumers, caregivers, and service providers together 
to set some community priorities based on the work completed during the Needs Assessment. 

This second step was important to the community consultation process because it: confirmed the 
accuracy of themes derived from the Focus Groups and laid the groundwork for planning Long Term 
Care Reform in Hamilton-Wentworth. 

All participants of Focus Groups were considered Stakeholders because any recommendations to 


develop a service delivery planning model would effect this population. 


METHODOLOGY 
All participants of the Needs Assessment were invited to attend the Stakeholders’ Meeting, May 8, 


1991. A total of 168 invitations were sent to individuals and agency groups, and 73 persons attended, 
including LTCS members. This half day session involved: reviewing the findings of the Focus Groups 
to ensure an accurate interpretation was made of the needs assessment, and developing prioritized 
directions for community services. 

Survey results were presented orally, using key themes displayed on overheads to guide the 
presentation. Following this, participants were divided into groups to clarify and prioritize major issues. 

During the Needs Assessment, the three population sectors had been separated to discuss the specific 
needs of sector groups but during the Stakeholders’ Meeting, sectors were mixed in order to obtain 
information across sectors and encourage discussion among sectors. 

Participants were divided into eight groups and attempts were made to distribute sector 
representatives evenly among each group, with LTCS members as facilitators. The "Nominal Group 
Technique” was used to deter power differentials from occurring (Appendix K). That is, group members 
were prevented from controlling time or content of discussions through the use of a time limited, ’round 
robin’ method. Each member presented one idea at a time, in sequence, until all members had 
participated and all ideas were exhausted. Ideas were recorded on flip charts so that small groups could 


further clarify the ideas, prioritize them, and begin to develop directions for service delivery. Small 
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further clarify the ideas, prioritize them, and begin to develop directions for service delivery. Small 
group recordings were summarized at the end of the session and reviewed for a final time with all 
Stakeholders. 


LIMITATIONS OF THE METHODOLOGY 
Caregiver representation was limited to eight participants. This participation rate was disappointing, 
but it may relate to specific difficulties facing caregivers. Either these persons believed their input would 


not effect reform, or they were unable to attend because respite care was unavailable. 


STRENGTHS OF THE METHODOLOGY 
The Nominal Group Technique was a valuable tool for ensuring equity among small group members, 
and as group facilitators had received one half day training, some leadership bias was avoided. 
Further, participants contributed to the overall assessment by working to clarify and prioritize 
identified community needs. Participants were asked to reframe concerns proactively, in the form of 
directions or strategies toward change. The experience represented a dynamic interchange during which 


participants saw themselves involved in the reform process. 


RESULTS 
MAJOR PRINCIPLES 
1) Universality 

The consensus of Stakeholders was that people with disabilities must have the same quality of service, 
and the same opportunity to access generic services, as people without disabilities. 

While recognizing that service delivery must also, in some situations, be individually tailored to meet 
specific needs, the importance of universality upon the quality of life for people with disabilities cannot 
be underestimated. 

Such services as transportation, education, housing, employment and recreation represent generic 
opportunities and basic life needs available to persons without disabilities, but usually inaccessible to 
persons with disabilities. 

Housing, for instance, is not universally accessible because most residences are designed for non- 


disabled persons. Public transportation systems are not able to transport wheelchairs, and an alternate 
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system for persons with disabilities forces segregation and limits access to other, equally important life 
experiences. Getting to work on time, going to school, eating at a restaurant with one’s family, travelling 


to another area for vacation, these are all interconnected universal rights which people with disabilities 


are anxious to share. 


2) Flexibility and Range of Services 

Existing models of service delivery endeavor to fit the individual with a disability into the available 
service, with little or no choice by the individual. Stakeholder participants advocated the opposite 
approach; adjusting services to meet individual needs. 

Just as consumers of market services desire choice, courtesy, quick response and a mechanism for 


complaints and adjustments, so do consumers of health and social services. 


3) Individualization 

Individualization has two components. The first component views the individual in his/her entirety. 
A recipient or user of services is a complex and unique person who has many facets to his/her being. 
This person is not merely a "disability" or a "diagnosis", or the "spouse of” but is a "person" with 
gender, ethnicity, emotions and intellect. He/she is a part of a family and social and cultural system. The 
person’s physical condition needs to be understood within this total package, this broader, more complete 
context. Participants state that services responding only to the disability negate the complete person, thus 
stigmatizing service delivery around one facet -— the disability. 

The second component recognizes that the individual has needs specific to his/her disability, family 
situation or other life circumstance. As such, some services need to be tailored around the individual, 
with the least possible intrusion, and with respect for the individual’s quality of life. 

Individualization may appear to be in conflict with universality, so an example may clarify the 
apparent dichotomy. Transportation was cited earlier as a "generic" or "mainstream" service which 
currently is not universal because public transportation is inaccessible to persons in wheelchairs. Should 
public transportation provide wheelchair access in future, there may still be individuals who prefer a 
"wheel transit" service because this latter service also provides door to door pick up. Door to door 


transport is required by those persons unable to move themselves unassisted. 
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Stakeholders said that door to door transit service is necessary for specific, individual needs. 
However, in order that it not intrude or disrupt the individua!’s quality of life, the special transit system 
must respond flexibly to the individual’s hours of work, school, and leisure hours, as well as to the need 


for greater assistance. 


4) Portable Services 

Having portable services means that disabled persons might live, work and go to school wherever 
they wish, as opposed to having to restrict basic life activities because services, like attendant care, are 
unavailable, or overly centralized. 

According to participants, providing portable service is one way of resolving the tension between 


having universal rights and having individualized access to these rights. 


5) Accountability 

Stakeholders’ agreed that they must be involved in planning and evaluating programs to ensure that 
services are accountable to the individuals for whom they were designed. Without this input, services 
overlook the changing needs and aspirations of consumers. 

Standards for educational requirements were also recommended, along with ongoing training of 
service providers, consumer consultation in administering and developing programs, and consumer 


involvement in evaluating the effectiveness of services. 


SPECIFIC DIRECTIONS 
The following are directions for realizing the major principles above. The directions confirm and 


thus repeat results from the Needs Assessment. Appendix A is a summary of the Stakeholders’ meeting. 


A) Delivery of Services 

Stakeholders recommended improvements to service delivery through: coordination, individualized 
programming and program evaluation. 

Coordination of services may be improved and simplified by combining services to avoid duplication, 


or linking different but related services to eliminate waiting periods and streamline delivery. A generic 
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intake form was suggested. This would be shared by all relevant agencies and prevent repetition of 
information gathering and numerous requests for proof that the consumer is disabled. 

Individualized programming was strongly recommended and could be developed after assessing both 
the disabling condition and the person’s life style and quality of life needs. As an individual’s needs 
change over the span of his/her lifetime, programs must be monitored and their effectiveness reassessed 
at regular intervals. Agencies could offer a continuum of services based on this notion, that people 
change, and what they need today may be unnecessary tomorrow, or vice versa. 

Lastly, Stakeholders saw programs requiring continuous evaluation, be these individualized programs 
or programs developed for groups. Program effectiveness must be reviewed in light of changes in 


population served, staff turnover, treatment or service philosophy, or duplication in the community. 


B) Home Support Services 

Suggestions for improvement in home supports included: developing consistent eligibility criteria 
for accessing home supports, developing a more flexible support service, providing financial incentives 
and training for support staff, and looking at creative ways to repair and recycle costly assistive devices. 

Having consistent eligibility criteria for home supports would promote a sense of fairness and equity. 
Currently home support services are seen as punitive for some, and reward for others. For instance, 
some people are provided with limited support if an able bodied relative is not working outside the home. 
This practice is perceived as stigmatizing. It presents a message that says families must be self sufficient, 
but at the same time, fails to consider future conditions, like caregivers becoming ill and being unable 
to provide care to someone else. Stakeholders suggest that eligibility criteria should assess the needs of 
families, rather than reviewing occupational status. Having creative support services means adapting 
Support around the disabling condition, life style and quality-of-life needs. Providing support during 
flexible hours, for out-of-home activities, and for longer periods assures respite for the caregiver and 
sensitivity to daily living concerns. 

Stakeholders suggested that increased funding would provide financial incentives so that qualified 
persons would be attracted to the work. In addition, however, it was recommended that staff be well 
selected, receive on-going training and be evaluated through standards of quality assurance. 

A further direction regarding assistive devices was raised. Most often, equipment, such as hoyer lifts 


and mobility devices are expensive and people must wait for financial assistance to purchase these. If 
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broken, equipment is not replaced with a "spare" while being fixed. Stakeholders suggest recycling 
equipment that is no longer being used, and coordinating repair services with a recycling program so that 


no one is without a device for any period. 


C) Housing 

Again, the overriding concern of Stakeholders was that housing should accommodate individual 
needs. It was suggested that a greater range of housing options was required to meet varied levels of 
physical independence and lifestyle. 

Families and single people note the same concern; currently there are few accessible housing units 
to suit life style needs, and waiting lists to obtain accessible housing are extensive. Families suggest 
building more accessible homes, and/or providing financial assistance to modify homes. 

Single people have other, specific needs. Many choose to live independently, away from their 
families, but with some home supports. They suggest increasing attendant care housing units. Should 
more assistance be required, Stakeholders stress that higher standards of quality assurance need to be 


developed for second level lodging homes and institutions. 


D) Environmental Accessibility 

Environmental access concerns any and all services, buildings, recreational activities, vehicular and 
pedestrian transportation systems and routes. 

Stakeholders were particularly concerned that physicians’ and other health professionals’ offices are 
frequently inaccessible. They suggest developing standards of architectural accessibility and advocating 
for the inspection of buildings to ensure adherence to codes. Special consideration should be taken 
regarding different types of disability; for instance, a wheelchair accessible building should also have 


special warning devices for people with hearing and visual impairments. 


E) Transportation 
Transportation was cited as an issue requiring study to examine and assess its effectiveness in this 
Region. It was suggested that consumer expertise be used to coordinate para-transit, taxis and public 


transportation systems to increase efficiency and fiscal responsibility. 
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Although Stakeholders stressed that “choice” of transit for consumers was imperative, the emphasis 


was toward universalizing the public system. 


F) Income 

Issues about income addressed fixed pensions, and the lack of incentive to work or retrain outside 
of the home. As noted previously, some persons want to have more control over their "in-kind" incomes, 
meaning that attendant care services, for example, would be paid from an increased income rather than 
assigned in addition to a pension allowance. Other people simply desire increased income to enjoy a 
better quality of life, to look after their families, or pay for their spouses or relatives to care for them. 

Suggestions from Stakeholders included provision of financial incentives to employers to hire people 
with disabilities and financial assistance for disabled persons to retrain or upgrade. Considerable 
disagreement with the present system of deducting earnings from pensions prompted the suggestion that 
this practice should be reexamined. One of the major difficulties with this practice is that many people 
with disabilities suffer recurrent illness or take longer to acquire physical tolerance for steady 
employment. If pensions are stopped, and employment earnings decrease, a waiting period for pension 
renewal is required. Stakeholders suggest "topping" up pensions and gradually decreasing them to give 


disabled employees a chance to establish a level of wage stability. 


G) Education 

Education was a key element involved in Stakeholders’ directions to improve services for people with 
disabilities. It comprised three components. First, the education and sensitization of professionals, 
employers, architects, contractors, building inspectors and the public, about the needs of people with 
disabilities. Educating these groups might increase awareness and lead to the development of standards 
for service delivery or building construction. 

Second, the education of caregivers and consumers services; what is available in the community for 
specific personal needs, and what is available for other disabilities. 

Finally, there was consensus that education about rights, self-help, self-advocacy and assertiveness 


regarding personal services, was crucial to the process of Long Term Care reform. 
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H) Advocacy 

Involvement with community reform by Stakeholders may occur as a result of participation in the 
consultation project. Consumers and caregivers stated that their input into service administration and 
delivery was essential, that they needed to become informed about issues, learn to advocate for 
themselves, and become involved in the changing system. Among suggestions were to have consumer 
representation on agency boards and other decision making bodies; to improve information distribution; 
to develop consumer associations; and to lobby for legislation to address consent of vulnerable adults, 


and advocacy services. 
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CHAPTER 5 
OTHER LONG TERM CARE SUB-COMMITTEE ACTIVITIES 


A) STRATEGIZING ONGOING COMMUNITY PLANNING 


Purpose 

A Community Planning Workshop was held February 6, 1991 to apprise the LTCS and interested 
community members of different service delivery models. 

The workshop was prompted by two situations. First, it was rumoured that the Province would 
prefer a single reporting model, with participation by Stakeholders. This model suggested a centralized 
reporting structure and limited local input. Also, the role of Stakeholders was unclear. 

Second, the model through which services in Hamilton-Wentworth are currently provided warranted 
scrutiny. Stakeholders considered it unwieldly, confusing, medically oriented and inflexible. 

Neither model for service delivery appeared adequate to meet the Long Term Care needs of this 
community, but the LTCS had no recommended alternative. Devolution to the community was being 


advocated, but the mechanisms for local administration were not known. 


METHODOLOGY 

The day long workshop involved two steps. During the morning session, panellists described the 
characteristics of community development and community planning. Panellist were: Jodi Orr, Executive 
Director of the United Way of Burlington and Hamilton-Wentworth, Judith Bishop, Public Trustee of the 
Hamilton Board of Education and Long Term Care Sub-Committee member, and Dr. Bill Lee, Professor, 
School of Social Work, McMaster University. Those attending learned that community planning required 
local expertise at all developmental stages. Involvement at the initial stage of identifying needs could lead 
to active participation by the local community when mechanisms for change were identified. 

The afternoon session divided participants into four discussion groups, with equal representation by 
consumers, caregivers, service providers, and LTCS members. Group discussions were facilitated by 
the LTCS members who organized the workshop. Discussion points were recorded on flipcharts, and 


each group summarized these points to the larger group at the end of the session. 
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LIMITATIONS OF THE METHODOLOGY 

Workshop participants did not represent all constituents from Focus Groups. Half of those present 
were LTCS members; the other half were invited service providers or consumers who had expressed 
interest in community planning previously, or were thought to have some future interest in administration 
or service delivery through Long Term Care Reform. 
STRENGTHS OF THE METHODOLOGY 

The Community Planning Workshop represented an important starting point for developing a service 
delivery model in Hamilton-Wentworth. While a definitive structure was not developed, some 
assumptions about what a model should do were discussed, and themes emerged which describe 
characteristics of a model for this region. | 

Participants were asked to: 
1) Comment on the morning presentations. 
2) Reflect on assumptions to include in a community planning model. 


3) List issues needed to consider in developing a model. 


In May aE 1991, an ad hoc committee was formed of LTSC members to clarify issues raised at the 
workshop. These were summarized in point form and submitted to the LTCS. Combined with issues 
raised at the Stakeholders’ meeting, these workshop issues provided the framework for developing 
recommendations of the IDEAL Report. The summarized points are copied in the Executive Summary, 


and in the following. 
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PLANNING MODEL - General Philosophical Approach 


Services should be: 


a right not a charity; 

promoting the acceptance of those who are different; 

planned and accountable locally, possibly with general provincial standards; 
constantly evolving. 


Services Within An Ideal Planning Model Should Be: 


ie 


Accountable through: 

- appeal process; 

- evaluation of services; 

- input from and feedback to the users of the services; 
- identification of decisionmakers; 

- information publicly and easily available. 


Responsive: 
a) to the changing needs of the users including: 

- seeking their input in a variety of ways; 

- involving them both individually and collectively as active partners in the provision of service; 
b) to the changing needs of the community; to plan for future projected needs. 


Co-Ordinated: 
- an interlocking network of services; 
- service providers facilitating referrals to other services when appropriate. 


Accessible: 

- user-friendly 

- without physical, geographic, language, or racial barriers; 
- remove "gate-keepers” of services; 

- understandable to all Stakeholders; 

- services fit the needs of the user. 


Comprehensive: 

- spectrum of service; 

- generic and specialized services; 

- variety of methods of delivery including some user directed services; 


Cost Effective 
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B) NETWORKING 


The LTCS was mandated under the Regional Advisory Committee for the Physically Disabled 
to undertake a community needs survey of the physically disabled population, unpaid caregivers and 
professional service providers in this region. For this reason, certain groups were specifically omitted 
from the community assessment. These were: seniors, children, the developmentally disabled, the 
psychiatrically disabled and the multi-cultural community. Seniors and childrens’ groups have been 
represented indirectly through LTCS membership, but constituent specific representation was not 
directly sought from the latter three groups. 

Therefore, an effort was made to liaise with these groups to ensure acknowledgement of 
common and overlapping concerns. Early in 1991, the LTCS communicated with the Coordinating 
Committee for the Developmentally Handicapped (CCDH), the Mental Health Parent Committee of 
the District Health Council, and the Hamilton and District Multi-Cultural Council. The groups were 
advised of the consultation project and of the mandate and objectives of the sub-committee. Each 
group was invited to advise on pertinent areas of concern which might have impact on their specific 
populations. 

These groups were also invited to review the research findings before the final report was 
drafted. 

While these population sectors were represented at the Stakeholders’ Meeting to clarify and 
prioritize issues, the process of formal exchange remains incomplete. We have assumed that the 
principles underlying the individualization of services received, and the universality of services 
delivered, would apply equally to other population groups. 

However, we would further encourage these groups to consider responses to our 


recommendations to ensure there are no omissions or misrepresentations. 
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APPENDIX A 


MEMO 
May 22 1991 
To ;: Long Term care Sub-Committee 
From: Judith Bishop 
Re: SUMMARY OF STAKEHOLDERS MEETING 


1.OVER-RIDING ISSUES: 

a) Disabled persons should have the same quality of service 
from generic services, such as _ transportation, education, 
housing and recreation services, as non- disabled persons. 


b) A range of service provision is required within each service 
area. 


c) The whole needs of the user of services, emotional, 
physical, intellectual and social, have to be considered by 


service providers. 


d) Services and resources should be portable and not tied to a 
location. , 


e) Services should respond to individual needs. 
£) Services should be accountable. 


'2. Advocacy 

a) consumers need to unite and organize 

b) advocates need to be informed 

c) consumers need to be educated to become self-advocates 

d) consumers need to be included on agencies' boards. 

e) legislation is needed to address client consent of 


vulnerable adults. 


3.Transportation 

a) Linked with in and out of town earciene: integrated between 
para-transit, taxis and public transportation. 

b) Accountable to the consumer 

c) Study effectiveness of current transportetion services. 


4.Housing 

a) Greater range of housing options needed. 

b) More accessibie family housing for rent. 

c) More funding to modify owners' homes. 

d) Higher quality of standards for Second Level Lodging Homes. 
e) No ‘bachelor ‘ units. 


5. Income 

a) Provide incentives for the disabled to take training, 
education, and employment. 

b) Provide more income to disabled persons living with their 
families, and married to non- disabled persons, 


c) 
ad) 


More individual control over funds. 
Provide incentives to employers to hire disabled persons. 


6.Delivery of Services 


a) 


b) 
Ce) 


qd) . 


e) 


£) 


Te 
a) 
b) 
da) 
e) 


Improve co-ordination ; 
= find creative ways to combine services ; 
OE link together the components needed for complete 
service eg day program plus transportation. 
= one stop assessment ; 
- a generic application form for services 
= simplify 


Individualized programming. 

Eliminate waiting periods. 

Continuum of options. 

Attention to rural needs. 

Some needs are still not being met eg Praeder-Willis 


syndrome 


Environmental Accessibilty 


Automatic doors in public places needed. 

Services such as doctors, dentists should be accessible. 
Warning devices for visually impaired and hard of hearing. 
Buildings inspected to see meet acceptable standards for 


accessibility. 


8 .Home Support Services 


a) 
b) 
eo} 
a) 
e) 
£) 


g) 
IS 


. a) 


b) 


10. 


a) 
b) 


Respite care for informal care-givers.. 
Prevent turn-over of trained, sensitive, staff. 
More creative and flexible service. 
Co-ordination of repair of devices. 
Recycling of equipment. 
Attendants for leisure, shopping, employment, in group 
homes. 
More support services for informal care-givers. 
Education 
The following need to be better informed about disabled 
persons: 

- professional care-givers, service providers, 

health care providers. 

= the public generally, 

- employers, 

- architects, contractors, building inspectors. 
Care- givers and consumers need to educated about their 
needs and the needs of other disabled persons. 

Information 
Central and well publicised service needed. 
Information tied to advocacy. 


11. Vocational Rehabilitation 


a) 


Improve education and training to counsellors. 


APPENDIX F 


Lon mmunity Needs and 


Planning for Persons with Physical Disabilit 
Wentworth 


aaa 


July 27, 1990 


Background 


The announcerent of the Provincial Long-Tera Care Refora, 

(May 1990) for elderly and disabled persons, found the Hamilton- 
Wentworth community without an implementation plan for persons with 
physical disabilities. Such was not true with the community 


concerned with seniors. 


- A joint endeavour between the District Health Council and the 

- Regional Municipality of Eamilton-Wentworth has laid the foundation 

for the development of a local model for service planning and 
coordination for senior citizens. This was & follow up to the 1988 

study of the needs of seniors in Hamilton-Wentworth, 

"Mapping the Way for the Elderly*-: 


It is apparent that the needs of persons with physical disabilities 
of all ages be addressed before implementation of a seniors 
planning rodel and development of & Service Access Organization 
(SAO). The Regional Advisory Committee for the Physically Disabled 
has agreed to begin @ community dialogue which will lead to the 
development of community recommendations for long ters planning to. 
meet the needs of persons with physical disabilities. This work 
began in January 1990 and is expected to be completed by February 


1991. 


Resources are needed to provide additional staffing to complete 
this process. This is especially important in light of the desire 
on the part of the Seniors Working Group to develop a SAO with 
minimal delay. 


Purpose of the Project 


a) To begin a conmunity development process that will, for the 
first time in Hamilton-Wentworth, bring together consumers, 
informal care-givers, service providers, and funders to determine 
needs, set priorities, and develop a long term community based 
planning and development nodel. i 


b) To compile a comprehensive {nventory of the needs, services and 
community of interest that will inform the development process. | 


c) To work with persons with physical and pultiple disabilities and 
{nformal caregivers to encourage meaningful involvement in long 
term community planning. 


@) To link, where appropriate, with the initiatives underway in the 
seniors community and with the activities and persons concerned 


with children with physical disabilities. 


Methodology 


The overall project will bring people together to discuss and 
develop a community based understanding of how to address the needs 
of persons with physical disabilities. It has been broken into 


three sequential activity phases: 
Phase One - Needs Assessment 


This phase involves outreach and dialogue in three sectors of the 
community: persons with physical disabilities (consumers of 
services), informal caregivers and service providers. 


Consumers, are the primary focus of this phase of the project. 
They are participating in one of approximately 16 focus groups to 
discuss their needs, in terms of a broad range of issues affecting 
their quality of life. Informal caregivers are being brought 
together for one session which will look at the same issues. 

rvice oviders are giving input: through a half day workshop. 
All of the information is being collated and fed back to the 


participants as a summary of the themes and issues. 


Phase Two - Priorizing 


This phase involves bringing all three groups together to se“ sone 
community priorities based on the work done in phase one. 


Phase Three - Strategizing Mechanisms for . Ongoing Community 
Pianning . ; 


This phase involves bringing the three groups together once sore 
to begin to develop recommendations for ongoing community planning 
mechanisms and processes. This work should form the basis of a 
model of community planning for Long-Term Care Reform as well as 
dealing with other issues of concern but not necessarily implicated 
in the Reform process. This phase will involve the designing of 
a@ more formal community planning nodel, and consultation with the 
local manager of Community Health and Support Services. 


Resource Needs 


The primary need is for a part-time planning and development person 
to assist the Sub-Committee with the overall coordination and 
development of the community needs assessment and planning 
exercise. The staff person's duties would include: coordinating 
(and facilitating as necessary) the rest of the focus group 
research, coordinating workshops, analyzing and summarizing the 
data, report writing, and assisting with the development of 
recommendations for a community planning nechanisa. 


The skills required include experience with community development 
and participatory research activities, knowledge of and sensitivity 
to the concerns of persons with disabilities, knowledge of the 
community of interest, ability to work cooperatively and be self- 
directed and excellent oral and written skills. Computer 


experience is desirable. 
The staff person will be guided by the Sub-Committee, re. his/her 


activities. Immediate supervision will be provided by staff of the 
Social Planning and Policy Development Division of The Dept. of 


Regional Social Services. 


In addition, some clerical support, primarily to transcribe meeting 
tapes, a budget for supplies and community meeting expenses, and 


funding for ASL translation are necessary. 


Proposed Budget 


Staff 16 hrs/28 weeks at $25.00/hr. $11,200 
Supplies/Materials/Meeting Space 1,500 
Clerical Support 1,000 
Translation services 1,000 
Total $14,700 
The request for funding is as follows: 

Ministry of Community and Social Services $6,000 
Ministry of Health pee 


Office for Disabled Persons 


THE REGIONAL MUNICIPALITY OF HAMILTON- WENTWORTH 


Regional Advisory Commeniee for the Physically Disabled 
Socal Sernces 


C/o Department of Voce 546-2185 Mailing Address: 
119 King Street West. 121n Floor 7.0.0. 522-1787 P.O. Box 910. Hamilton, Ontano 
Hamilton, Ontano Fax $§77-0115 L8N 3V9 


December 4, 1990 


Mr. Patrick Laverty 

Long Term Care Policy Branch 
Sth Floor Hepburn Block 

80 Grosvenor Street 
Toronto, Ontario 

M7A 1E9 


Dear Mr. Laverty: 


On behalf of the Long Term Care Sub-committee of the Regional 
Advisory Committee for the Physically Disabled I am forwarding you 
@ proposal for funding of "The Long Term Care Community Needs 


Project of Hamilton- Wentworth". 


As you will note from this submission we have received some funding 
from the Ministry of Community & Social Services and the Ministry 
of Health as well as support from the Regional Municipality of 
Hamilton-Wentworth and the Social Planning & Research Council of 
Hanilton-Wentworth. Due to factors beyond our control we have had 
to revise the budget for our project and are submitting to your 
Ministry a request for funding of the balance required which is 


$10,525. 


We hope that this submission will be considered under the Elderly 
Persons Fund which we understand has been extended to include 
disabled persons. You will see that our work is carried out 
primarily by volunteer members of our sub-committee but that we 
require the services indicated in the budget in order to complete 


this project.-: | 
I hope that this submission will be favourably received and look 
forward to hearing from you in the near future. 


Sincerely yours, | Z 
-3139 


Ridy Jackman, (4¥6-52 

Chairman Long-Term Care Sub-committee 

Regional Advisory Committee for the 
Physically Disabled 

RJ/1b 


LONG TERM CARE COMMUNITY NEEDS & PLANNING 
FOR PERSONS WITH PHYSICAL DISABILITIES IN HAMILTON-WENTWORTY 


ENHANCED PROJECT FUNDING - DECEMBER 4TH, 1990 


Background 


The announcement of the Provincial Long Term Care Refora, (May 


3990) for elderly and disabled persons, found the Hamilton- 


Wentworth community without an implementation plan for persons with 
physical disabilities. The Regional] Advisory Committee for the 
Physically Disabled agreed to begin a community dialogue which 
would lead to the development of community recommendations for 
long-term planning to meet the needs of persons with physical 
disabilities. This Advisory Committee reports to the Regional 


Health and Social Service Committee which is a standing committee 


of the Regional Municipality of Hamilton Wentworth.. 


In 1988 a study of the needs of seniors in Hamilton-Wentworth was 


completed, "Mapping the Way for the Elderly". In 1990 a joint 


endeavour between the District Health Council and the Regional 
Municipality of Hamilton-Wentworth laid the foundation for the 
development of a local model for service planning and co-ordination 
for senior citizens. The needs of the picerir were therefore being 


addressed. However, a comparable forum, through which the needs of 


2 
the physically disabled adu:t (ages 18-64) could be addressed , had 


not yet materialized. 


The Regional Advisory Committee for the Physically Disabled struck 
@ Long-Term Care Sub-committee which began work in January :990 to 
develop a project which would map the needs of physically disabled 


This project was partially funded by the Ministry of 
A 


adults. 
Community and Social Services and the Ministry of Health. 


request for partial funding from the Office for Disabled Persons 


“has not been approved to date. Both the Region of Hamilton- 


Wentworth and the local Social Planning and Research Council] are 


providing services to support this project. 


It is now clear that additional resources are needed to complete 
this work. The original proposal under-estimated the time needed 
for secretaria] transcription of the Focus Group tapes, and the 
sength of time that the project co-ordinator needed to be employed. 
This request for enhanced funding is being made in order to 
supplement the original budget so that the project may be 


completed. The revised completion date is expected to be April 


30,1991. 


Throughout this project the Long Term Care Sub-committee members 


have been actively involved. As volunteers, both disabled and 


able-bodied, they have developed the purpose, methodology and 


3 
budget for this project. Committee members are also involved in 


carrying out the Focus Groups, reviewing the material, and editing 


the final results from the project. Between September 4th, and 


November 30th, 1990 approximately 250 volunteer hours have already 


been given. Where possible the project has hired disabied 


consumers to help complete the work involved. 


Purpose 


This project has four primary goals: 

1. To aoin a community development process that wil, 
for the first time in HamiIton-Wentworth, bring together 
consumers, informal care givers, service providers and 
funders, to determine needs and set priorities. It is 
anticipated that the development of a long term community 


based planning and development model] will emerge from 


this process. 
2. To compile a comprehensive inventory of the needs, 


services and community interests that will inform this 
development process. . 

3. To work with persons with physical and multiple 
disabilities and informal care givers to encourage their 


meaningful involvement in long-term community planning. 


4 
4. To link where appropriate with the initiatives under 
way in the seniors' community, ‘with the activities and 


‘persons concerned with children with physical 


disabilities, adults with developmentai handicaps and 


adults with psychiatric disabilities. 


Methodology 


The overall project will bring people together to identify, discuss 


and develop a community based understanding of the needs of 


physically disabled adults and of how to address those needs. It 


has been broken into three sequential activity phases: 


Phase 1] -Needs Assessment (August to December 1990). 


This phase involves outreach and dialogue in three sectors of the 


community: persons with physical disabilities (consumers of 


services), informal care givers and service providers. 


a. Consumers are the primary focus of this phase of the 


project. They have participated in one of twenty focus groups 


to discuss their needs in terms of a broad range of issues 


effecting their quality of life. 


b. Informa] Care Givers are being brought together for one of 


two sessions which will look at the same issues of quality 


of life. 


‘§ 
ec. Service Providers have given input through a half day 


workshop held in Jure, 1990.° 


Phase 2 - Priorizing (January to February 1991) 

This phase involves bringing all three groups together to set some 
community priorities based on the work completed in Phase 1. The 
information gathered through the needs assessment will be collated 


and presented to above participants for further specification at a 


"stake holders'" meeting. 


Phase 3 -Strategizing Mechanism For Ongoing Community 
Planning (February conterda 1991). 
This phase involves bringing the three groups together once more to 
begin to develop recommendations for ongoing community planning 
mechanisns and processes. It is hoped that this work will provide 
the basis of a ceuan ike planning model for long-term care reforn, 
as well as other issues of concern not necessarily implicated in 
the reform process. This phase will involve the formalization of 


the model and inform the process of consultation with the loca] 


Manager of Community and Support Services. 


Resource Needs 


Attached you will find the original budget submitted for funding of 


this project. The part-time project co-ordinator has been in place 


. 


since September 4, 1990. The project co-ordinator assists the sub- 


committee with the overall co-ordination and development of the 


community needs assessment and planning exercise. Her duties 


include the following: . 
© coordinating and facilitating the remaining focts 
groups 
© coordinating workshops, 
fr analyzing and summarising the data, 


© report writing 
assisting with the development of the recommendations 


for a community planning mechanisn. 


‘ 


© working close:y with the Long-Term Care Sub- 
committee 

The Long-term Care Sub-committee members volunteer their tine 
to lead focus groups, analyze data and give feed back around the 
writing of the report. 

The original budget submission under-estimated the amount of 
secretarial time required in transcribing the Focus Group tapes. 
Further, the process of collecting the data has taken longer than 
anticipated. One reason for this is that the project co-ordinator 
has had to assume extra duties in the absence of a staff resource 
person from the Regional Social Planning Department. Consequently, 


the number of hours allocated for the project co-ordinator, as wel] 


as the completion date, must be extended. 


Long Term Care Community Needs Project Budget 


Orig. Budget Rev. Budget This Request 


Item 
(To Feb 28/91) (To Apr.30/91) 


Staff: Project 
Co-Ordinator(1) 11,200. 1§,300. 4,100. 
Secretary (2) 1,000. 4,543. 3,543. 

Employee Benefits (3) - 182. 182. 

Supplies/Material 1,500. 1,500. | 'e) 

Translation 

(Amer. Sign language) 1,000. 1,000. 0 

14,700. 22,525. 7,825. 
+ 2,700. (4) 
Total 10,525. 


Budget Notes; 
(1) The Project Co-ordinator has worked 16 hours/week for the 


first 12 weeks of the project. The next 2] weeks she will work 20 
hours per week, for a total of 612 hours at an hourly rate of 


$25.00. 


(2) Secretarial time includes transcription of 20 focus group 
tapes (2 drafts each), typing of the final report and minimal other 


typing. 
(3) 4% Vacation pay for the secretary hired through the Regional 
Municipality. 


(4) The committee requested the following funding with its first 
budget submission: Total: = $14,700. 


Ministry of Community & Social Services: eu 6,000. 
Ministry of Health: = 6,000. 
Office for Disabled Persons: = 2,700. 
Regional Municipality of Ham-Went.: s Services 
ina kind 
(computer, 
telephone, 


fax, photo- 
copying) 


ay 
2s 14 days or 
S: 6... 10 0-06 


services in 
kind © 


Social Planning & Research Council: 


To date the Office for Disabled Persons has not funded our recusst 
while MCSS & MOH have indicated their agreement to fund the 
project. Consequently, the committee is requesting the $2,700. 


portion in this enhanced budget proposal. 


APPENDIX C 


(MAY 1990) 


Adult Basic Education 

Amyotrophic Lateral Sclerosis Society of Ontario 

Amity Goodwill Industries 

Association of Agencies for Treatment & Development (AATD) +e 
arthritis Society 

Alzheimer Society 

Autistic Association . 

Amyotrophic Lateral Sclerosis Support Group: 

Arthritis Self-Helpers (ASEH) 

Arthritis society Support Group 

Arthritis society | 

Board of Education - City of Hamilton 
Hamilton-Wentworth Roman Catholic School Board 
Wentworth County Board of Education 

Industry Education Council (Hamilton-Wentworth) 

BOOs? (Blind Organization of Ontario with Self-Help Tactics) * 
Chedoke Child and Family | 
Citizen Action Group 

Chedoke Hospital 

Canadian Hard of Hearing Society * 

Canadian Hard of Hearing Association 

Canadian Red Cross 

Concerned Citizens for the Mentally Retarded 


CWIB Parent Association 

Catholic Pamily Services of Hamilton-Wentworth 
Cerebral Palsy Association 

Canadian Hearing Society 

Canadian Paraplegic Association 

Cancer society 

Canadian Mental Health Association 

Catholic Family Services 

DISH 

DARTS 

Down Syndrome qeaeaarion 

Department of Public Health service 

Dundas Seniors Service * 

Easter Seals Parents of Handicapped Children 
Hamilton Dante Centre of Italian Language Culture 
Epilepsy io 
Extend-a-Fanily 

East Kiwanis Homes 

Friends of Schizophrenics 

Pirst Place seniors and Community Centre *# 
Hamilton Handicap Club 

Hamilton and District Parents of Physically Handicapped 
Hamilton and District stroke Recovery Association 
Hamilton-Wentworth Head Injury Association 
Hamilton-Wentworth Housing Authority 

Housing Help Centre 


Hamilton-Wentworth Association for Children and Adults 
Learning Disabilities 


with 


Hamilton Independent Living Progran 

Hamilton-Wentworth Resource Centre for the Hearing Impaired 
Hamilton & District Association for the Mentally Retarded 
Hamilton Program for schizophrenics 

Heritage Green Seniors Centre *¢ 

Hamilton Jewish Home for the Aged * 

Hamilton Senior Citizens Apartments * 

Community Development Department, City of Hamilton * 
Jewish Community Centre of Hamilton-Wentworth 

Jubilee Homes 

LIUNA 

Lupus Society 

“Lung Association 

Municipal Department of Culture & Recreation 

Meals on Wheels 

MCS8 - Vocational Rehabilitation 

March of Dimes Consumer Advisory Committee 

Muscular Distrophy Association 

Multiple Sclerosis Clinic - McMaster University Medical Centre «# 
Multiple Sclerosis Association 

Macassa Lodge # 

Macassa Lodge Outreach Program 

Ontario PFibrocitis Association *«e 

Ontario March of Dimes - Rehab 

Placement Assistance to the Handicapped (PATH) 
Participation House 


Project Hope 


Rygiel Home - Parents Association 

Rygiel Home | 

Rambynas Lithuanian Senior Citisen's Home * 
Regional Social services | 

Seniors Activation Maintenance Program * 
Main Hess Senior Centre * 

Roxborough Senior Centre * 

St. Elisabeth Visiting Nurses *¢ 

8t. Joseph's Villa Senior Citizen's Centre * 
St. Matthew's House 

Spina Bifida Association 

Stroke Recovery Association 

Stroke Club 

Teletouch | 

United Disabled Consumers 

Victoria Order of Nurses 

Visiting Homemakers 

Villa Kiev * 

Victoria Park Homes 

Wellington Psychiatric Outreach Program 
Wesley Urban Ministries 


*= Not on mailing list for Service Providers Workshop - 
June 1990 


ee = Added to mailing list June 1990 


THE REGIONAL MUNICIPALITY OF HAMILTON-WENTWORTH 


Hamilton, Ontario Fax (416) 577-1152 (13th FL) 
TDD (416) 522-1787 


May 10, 1990 


Dear 


I'm writing on behalf of the Long Term Care Sub-Committee of 
the Regional Advisory Committee for the Physically Disabled to 
invite your participation in describing what disabled persons 
living in the Hamilton-Wentworth Region -need to have a good quality 


of life. 


This work is being done, in part, because the Province is 
reforming the delivery of Long Term Care services for seniors and 
disabled persons. It is apparent that, with respect to disabled 
persons under the age of 65 years, we haven't adequately addressed 


Department of Social Services Tel. (416) 546-4800 Mailing Address 
_ 119 King Street West, 12th & 13th floor Fax (416) 577-0115 (12th FL) P.O. Box 910, Hamilton, Ontaric 


L8N 3VS 


what people's needs might be in this community. We would like the 


needs of disabled persons to have a high profile in any of the 
changes that may come about as @ result of Long Term Care Reforn. 


The Regional Advisory Committee has taken on responsibility 
for gathering information on needs and then to bring people 
together to discuss priorities and strategies for achieving them. 
We hope that one of the results of all this will be some way oe 
doing this kind of work on an ongoing bas:s. 


Right now we are concentrating on finding out what the 
community needs are. We are asking three groups of people to 
consider the needs of disabled persons - disabled persons, informal 
care-givers (family) and service providers. The informal care 
givers and service providers will be invited to attend one session 
to give their views; however, in order to have a rich description 
of what disabled persons lives should be like, we are organizing 
"focus group” discussion sessions. A focus group is simply a group 
of 4 to 8 persons getting together with a facilitator to discuss 
an issue, usually over a two hour period. In this case, the topic 
of discussion will be "What do you need to have a good life" and 
we want people to consider all aspects of their lives - housing, 
recreation, employment, education, transportation, attitudes, 
vacations and so on, as well as support services. 

-2 


We are organizing approximately 15 focus groups to ensure that 
we have heard from a wide range of persons with disabilities. We 
would very much like some representatives of your group to 
participate in a focus group. The groups will be organized so that 
they are most convenient to the participants - where and when you 
can meet. We hope to have most of the group sessions during June 


and July. 


The information from the group sessions will be summarized and 
presented back to you by September. (None of the participants will 
be identified in any of the written material.) You will then be 
invited to attend a priority setting workshop scheduled for 


October. 


If persons from your organization are interested, or for more 
information, please contact us: 


Lindsey George at 546-2185 or 
Marlene Romanoski at 546-4887 


We hope to hear from you in the near future. 
Sincerely, 


Lindsey George, on behalf of 
The Long Term Care Sub- 
Committee 


APPENDIX 


Role of the Focus Group Facilitators May 1990 


-Introduce ourselves and the purpose of the focus group. 


-Ask permission to tape the session. Explain how the information 
will be used, that it will be kept confidential and there will be 


anonymity. 


~Get key information from participants about their age, disability, 
name, address, phone number. 


-Explain the future process - focus groups, summary of information, 
priority setting workshop and strategy workshop. 


-Make participants comfortable and establish a rapport. 


-If group participants don't know one another, have an introduction 
exercise to begin. 


-Keep a visual or some other record, as appropriate, so that 
participants can remember what has already been covered. 


~Remind participants that there are a range of issues that should 
be considered (and they will likely think of more - the list should 
not be seen as exhaustive) including: attitudes, leisure, fun, 
recreation, vacations, income, satisfying activities, education, 
shopping, transportation, housing, accessibility, support services, 
health services... These can be put on paper and put up as a 
reminder. 


-Recap periodically. 
-Summarize and clarify. 


-Be supportive, non-judgemental, and try not to have opinions on 
the issues. 


-Encourage fairly equal participation. Discuss at the beginning 
that focus groups work well when everyone participates, thinking 
not only about our own issues, but whether what other people are 
saying relates to us as well. — ® 


-Participants opposite the facilitators will speak more, so try not 
to sit beside each other as co-facilitators. 


-Thank people for their input and remind them that there is an 
opportunity to join the committee if they are interested. 


“You will need: flip chart, markers, tape, list of the key issues, 
tape recorder and tapes (we'll have -to organize picking up and 
delivering these). 


APPENDIX RF 


MEMO TO;THE LONG TERM CARE SUB-COMMITTEE MEMBERS 
RE; REVIEW OF FOCUS TAPES 
FROM; BARBARA MACKINNON, PROJECT COORDINATOR. 


FOCUS GROUP # 


REVIEWER'S NAME 


' Thanks for having volunteered to review the focus group tape noted 
above. The Research Sub-committee has put together some basic 
guidelines for you to follow. Our goal is for you to : 


1.: Note the key themes and ideas that the group discussed 
eg.housing, transportation, education, employment, accessibility, 
assisstive devices, parenting,homemaking, health care, social 
services, leisure/recreation and OTHERS. Not all groups will talk 
about all of ee topics, don't worry, just note what the group 


did say. 


2. We suggest that you take a separate piece of paper for each 
theme and note the ideas presented and the. page number where the 


idea was found. 


3. Please "“hi-lite" in the text any anecdotes that you think may be 
quotable. Just note the page number on the corresponding theme page 
and mention that there's a good quote. Don't copy out the quote as 


it may be quite long! 


4. If you were one of the moderators in the group being reviewed we 
are asking you to be the first one to review the hard copy of the 
tape and to make all corrections to the transcript. (While you are 
noting the themes and quotations as above). Pleases use a blue or 
red pen on the hard copy to gake these corrections. Barbara will 
see that the changes are sade before the second volunteer is asked 
to review the tape and hard copy. We have found that slight 
transcription errors can have a big effect on the content eg. "can" 
may be written when "can't" was actually said but it was difficult 
for the typist to hear and transcribe accurately. Please don't 
change the text, just edit it as it was spoken. This editing by the 


moderator will ensure a good quality of hard copy. 


5. Please hand in your hard copy of the transcription and the tape 
to Barbara, as soon as possible after you have completed your task. 


6. You can contact Barbara at 546-2185 (office) or 627-7775 (home 
with answering machine) if you have any questions, concerns or 


comments. 


MANY THANKS FOR YOUR HELP 
FROM 
RICK, JUDITH, MARY AND BARBARA 


THE SPECTATOR, 


SATURDAY, 


OCTOBER 27, 
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The Social Plannin  o APPENDIX G 
& Research Councl of Hamilton and District | 


155 James St S., 6th Floor, Hamilton, Ontario L8P 3A4 Telephone: 522-1148 


June 4, 1990 


MEMORANDUM 


To: Providers of Long Term Care Services 
to the Disabled 


From: Mike Pennock 


Re: Long Term Care Providers Workshop r 


Within the past few weeks, you received a letter from Lindsey 
George which provided an explanation for a project which has been 
undertaken by the Regional Advisory Committee for the Physically 
Disabled. As explained, the purpose of the project is to identify 
long term care service priorities for disabled persons. , 


The purpose of Lindsey's letter was to ask for your assistance 
in identifying disabled persons to participate in a series of 
focus groups. 


The purpose of this memo is to invite a representative from 
your organization to participate in a half-day service providers 
workshop which is scheduled for June 26, 1990, 9:00am - 12:00 noon 
in the auditorium of the Y.W.C.A. 75 MacNab Street South. 
Participants in this workshop will meet in small discussion groups 
to address the question - "What do disabled persons need to have a 
good life". The needs of disabled persons will be discussed in a 
variety of areas - housing, recreation, employment, education, 
transportation and attitudes, as well as support services. 


The results of this workshop will provide a comprehensive 
listing of needs which will then form the basis of a priorization 
workshop which will be held in the Fall. 


“. I hope that your organization will be able to provide a 
participant for this important initiative. If you have any 
questions, please do not hesitate to contact me at the SPRC. 


RSVP: Mary Swan or Caroline Eyk at §22-1148 by June 20th. 


A United Way Member Agency 


APPENDT?: 


NOMINAL GROUP PROCESS 


Time 
3225 = 3:30 I. SILENT GENERATION OF IDEAS 


a. Provide adequate time for thinking. 


2. The group should avoid Eanpatieions status 
pressures and conformity pressures. 


3. Present the question or problem to the group 
in writing. Also, verbally read the question. 


4. Avoid most requests for clarification so as 
not to bias or lead group members. 


5. Group members should work silently and 
independently to write ideas in brief phrases 
arid statements. 


6. Avoid interrupting each other’s thinking 
during this period. 


3:30 = 3:50 II. ROUND ROBIN RECORDING OF IDEAS ON A FLIP CHART 
re The objective is to map the group’s thinking. 


Ze Group members should present their ideas in 
brief phrases and statements. 4 


36 Record ideas as quickly as possible on the 
flip chart so all the group members can see 
the ideas. Record the ideas in the words used 
by the group members. Make the entire list 
visible to the group at all times. 


4. Ideas listed on the flip chart may stimulate a 
group member to think of an idea he had not 
written on his worksheet during the silent 
period. In this case, he is free to add the 
new idea to his worksheet and report it for 
listing on the flip chart when his turn 
arrives. 


Se Each group member contributes one _ idea 
serially (round robin) until no one has any 
further ideas to contribute. A group member 
may "re-enter" the round robin at any later 
time. 


6. Group members must decide if ideas are 
duplicates, and note to be listed separately. 


NOMINAL GROUP PROCESS 


3:50 - 4:30 Ill. 


i. 


4:30 - 4:50 Iv. 


1. 


2. 


VOTING (Optional) 


SERIAL DISCUSSION FOR CLARIFICATION 


This is the opportunity for clarification, for 
elimination of misunderstanding, and _ to 
provide the logic arguments and disagreements. 


Avoid focusing unduly on any particular idea 
or subset of ideas and degenerating into an 
argument. 


Discuss each idea listed on the flip chart in 
order, allowing a short period of time for the 
Giscussion of each idea. 


Any group member can discuss any idea listed 
on the flip chart. Avoid forcing the member 
who originally lists the idea to be solely 
responsible for clarifying the idea. 


Group those ideas that are similar and reword 
the ideas into one idea if appropriate. 


PRIORIZING IDEAS 

Ask members to arrive at the group’s top 7 
recommendations from the list on the flip 
chart. 


Discussion will be required to ensure 
consensus will be reached. 


» If the group is unable to reach consensus, have each member 
list their top 7 recommendations by writing out the number 
attached to the idea. 


2. Collect the results and shuffle them to retain anonymity. 


2\s The results are then tabulated on the flip chart by listing 
all ideas eg; 1 to 15. Put a check beside each idea and count 


up those with the most checks. 


4. This step is to provide closure. 


APPENDIX I 


* THE REGIONAL MUNICIPALITY OF HAMILTON-WENTWORTH | 
Regional Advisory Committee for the Physically Disabled é 
c/o Department of Social Services Voice 546-2185 Mailing Addre 
119 King Street West, 12th Floor T.D.0. 522-1787 P.O. Box 910, Hamilton, Ont 
Hamilton, Ontano Fax 577-0115 L8N < 


Mr. Phillip Shenouda 
Ms. Judith Massey 
Mr. Bill Brown 


Dear 


On behalf of the Long Term Care Sub-Committee of the 
Regional Advisory Committee for the Physically disabled, I 
am writing to you to invite your board members and 
constituents to become aware of work that is currently 
underway in the Region of Hamilton-Wentworth. 


Attached you will find a brief description of the work of 
our committee. Currently we are about to begin "phase two" 


_ of the project. 


Our committee would welcome any input your council believes 
might be pertinent to our work. Please let us know if 
there are areas of concern of which we should be aware, or 
needs that you overlaping with our work which involves 


physically disabled adults. 


Your attention to this matter is greatly appreciated. 
Please contact us through Wendy Goddard, Social Planning 
and Policy Development officer, and staff resource person 
to the Long Term Care Sub-Committee. Wendy's number is 


546-4868. 
Thank you for your assistance. 


Yours truly, 


Rick Jackman, Chairman 

Long Term Care Sub-Committee 

of the Regional Advisory Committee 
for the Physically Disabled 


WG/th 
Encl. 


THE REGIONAL MUNICIPALITY OF HAMILTON-WENTWORTH 
— 


Regional Advisory Committee for the Physicalty Disabled 


c/o Department of Social Services Voice 546-2185 Mailing Address: 
119 King Street West, 12th Floor T.0.D. 522-1787 P.O. Box 910, Hamilton, Ontario 
Hamilton, Ontario Fax 577-0115 LBN 3V9 


Mr. Phillip Shenouda 
Ms. Judith Massey 
Mr. Bill Brown 


RE: Mental Health Parent Committee and 
ong Te Ca ub-Comm 


Dear 


As you know, we are seeking to identify the needs of per- 
sons with physical disabilities. We have held information- 
gathering focus groups for consumers, caregivers and 
service providers. Once this information is collated we 
will begin to write a report for the Regional Advisory 
Committee of the Physically Disabled in early 1991. 


We would appreciate having your committee review our draft 
report, highlighting areas where themes or. needs are also 
relevant to the psychiatrically disabled population. 


In the meantime, any comments or questions you might have 
regarding our work will be most welcome. 


Thank you for your assistance. 


Yours truly, 


Rick Jackman 


Chairman 
Long Term Care Sub-Committee of the Regional Advisory 


Committee for the Physically Disabled 


APPENDIX 


LIFE AFTER CABDOXKS 


Life threatening injuries alter the family structure drastically, 
often causing permanent family devastation. 


When my husband acquired a permanent head injury over a year ago, 
I instantly lost ay epouse and was left to manage entirely on ay 


once took for granted! taking care of finances, family 


eructuring of the ganily network calming negative enotions 
waieh aieeice due to the ietability and inconsistency caused by 


ehis accident, and redefining BY needs. 


The enormity of this all-encompassing nev lige only started to 
become clear when our family attempted to proceed with a daily 
routine, for the old routines no longer ap lied. As well, 
relatives and friends quickly caased to take interest. Since 
they could not cope oF aid not want to make the necessary long- 
tera comitauent, we are exiles. And sas we often feel anger, 
we have learned not to hold grudges for, f given the choice, we 


Tis endurance test has permanent cons ences for all concerned. 
he sce rehabilitates, he, often. reciains parental. rights and 
privileges too, soon. resulting. in total. disarray of our: family. 
Tears and cantrune are dispiays.of-the children's emotions and 
though counseliors might taxe offense, counselling ganado Little. 
for these children since head injured people change not onl 
weekly but, at tines, vithin the same minute. fo asx ny children 
to constantly evaluate Joe's | state and consider whether what 
he says has validity, while still maintaining respect for hin, is 
asxing for insight that few, if any, adults possess. 


If seen on the streets, BY husband appears to be normal since he 
has mobility and can relate to pecple in everyday surroundings. 
He cannot hold a job now OF, 4¢ his progress within the hone is a 
fair peasure, ever. He was & man whe used his intellect in his 
position as a teacher and writer and his most developed sxill was 
the use of language. This skill is not dead. He oan still have 
a conversation with vocabulary 80 comprehensive that people who 
_don'® know he ig disabled never guess his limitations. As he 

succeeds with others, his confidence quickly becomes detrinental 
to us since he then takes on duties and, as stated before, 
parental rights for vhich he is not ready. 


Joe can speak about his cognitive abilities very precisely as 
well as judge others’ writings and actions according to his own 
set of values. And though this 4g unique and considered a very 


i 


high order of thinking, he has gaps that constantly send the 
family into the twilight zone: “ There's not any dog food; we'll 
have to get rid of the dogs. The plug is stuck in the sink; call 
a plumber. The Christmas lights are out - we won't have any this 
year." These are just three examples of what I face each day. 
The solutions to these problems require minimum energy from ne 
but they are constant, and I wonder: if one of the children hurts 
herself and I am not home, will he recognize the seriousness of 
the situation and seek help? He also announces these problezs 
and his solutions in euch an authoritative sanner that the 
children do not question him: they truly believe that, coms 
tomorrow, there'll be no degs, no Christzuas lights, and no 
kitchen sink. That is life at the smith house. 


Zach child has reacted differently to this crisis. ann- ,13, 
is never home unless I am there and has developed friendships in 
every part of Hamilton. Though I can see trouble in the future, 
I am powerless to ried in since I know it is her coping skill, 
one that extended family and friends adopted months ago.- Susan, 
10, needs consistency in her environment - always has. She 
obviously doesn't receive it and her emotional pendulum often 
rivals Joe -'. Lisa . 8, has just recovered from leuxaenia and 
reacts to this new challenge in the same manner as she reacted to 
cancer. She masters her environment by zaking it very small. 

She ia concerned about twe things: her art and her seals. 


I, 1ik@ ann , feel like a visitor in sy own home and az 
grateful I have work and friends. Perhaps this might be | 
considered avoidance -but .avoidance gf what? - If.-F-could solve ._ 
this problem, I-vould be happy: .to ‘foous ny energies -at -home,-but 
= don't see a solution. We are giving everything ve have. It. 
seems tine may be the only answer and that remains to be proven. 


Two main forces often come into conflict for ne: the parental 
obligations and the marital obligation. I believe rpalaiisry| in 
commitment; however, when locking after my husband jeopardizes ny 
children's mental health, what obligations come first? f have 
brought ny children up to care for others even before thezselves 
when necassary, and therefore expect thea to give of thezselves 
for thelr father. But when does this become sheer nonsensical 
martyrdom? I have reached a decision to nove toe out many 
times, knowing that his life would be very unmanageable even with 
Gaily help from us. These decision times are prompted by ny 
children's actions: Susan hiding in the corner hysterical and 
repeating over and over, "I can't stand it any more. JI have to 
move away"; Lisa receiving a heavy-handed pies | because 

Joe misunderstands} ann. attempts at disowning our home 
as much as possible. Each time I decide he has to go, I 
encounter scenes that quickly dissipate ny new found resolution: 
his determined effort to make dinner in two hours even though it 
is only ‘Hamburger Helper'; valiant efforts to do all the laundry 
which, strangely, has taken two days until I discover that he has 


washed everything singly in a full washing load setting because 
ef his confusion and my unawareness; his announcement that he has 
spent all day eleaning the house for me and I 100k around te see 
little, if any, difference. Thus 7 az left with a cold decision 
= one t can not sake. And so we all carry on the way ve have 


been. | 


I am still grieving the loss of ay husband - I think it hurts 
pore sonetimes since I live with an alzost= Joe «. It is hard 
for people to understand this, and f believe many de not even 
try. I married Joe f0F big sense of humour, his empathy, his 
innate understanding of my emotions, his wit, his intelligence, 
our unexplainable bend. I 2288 Joe and he is gone. A new 
person is in his place and, though 7 love this person, it is @ 
aifferent love - a love that arises when people go through a 
tragedy together and come out the other side. it is precious and ~ 
is given an honourary position but it 1s not the same as having 
my mate. He loves me the same - he feals © but how do I know and 
how does he remember? We are talking about an intangible. 
When I feel totally defeated, I ramember families with 
permanently injured children. Tf have seen parents cope with this 
devastation similar to ny own. Tf have seen ops etabaepy ba 
become like bickering siblings and I realise that their hurt and 
anger must be equal er vorse since, while I have lost a spouse, 
they have lost a child and each other. 


The overwhelming loss of a family member is hard for anyone to 
fully appreciate but I hope, as more victims make their hardships 
known, that professionals, rather than those who are trapped in 
the situations, will be able to provide appropriats and necessary 
support. Once the hospital stay and the short-tera therapy has 
been completed, families should not be left alone to cope with 
the everyday struggles of looking after a head injured person. 
Social workers, doctors, nurses, therapists, co-workers, friends 
and relatives need to listen to, rather than endlessly 
philosophize to, the families in order to develop the intense 

mk gold necessary to fathom even the surface of this devastation. 
Only then can professionals understand why we, the injured 
families, sigh as they neatly summarize our destruction then tell 
us we are doing a great job. 
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